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FOREWORD
The painful reality of having a child who will be permanently disabled iS nOt an eaSY thing to accept. The feelings of

fear, grief, guilt, anxiety, anger and pain which accompany this realization are appropriatO, and feW PeoPle are able tip; at
once and:without question, accept such a child After all no one has prepared you for this shock, for OW. dreaMS Of a
perfect child to be permanently shattered.

YOU May WOrider if yOti Will be able to meet the demands you see stretching for years before you. You may worry about
the increased fin-an-dal bUrden on your family. You may even doubt whether yOU Will ever be able to sleep through the
night again. You may ask, "Why did this happen_to me?"

Yet your child is hke any other _chdd you love._And the sooner you are able to pick up the pieceS of your life and get On
with the care and nurturing of your chdd, the more both of you will accomplish

Your job in:the:years ahead will not be easy: Coping with a disability is_not fun, or simple. Yet it Can be tremendously
i'eWarding and filled with joy; as many parents of children with disabilities so willingly share.

ThiS guide iS deSighed tö helP yoU face the reality of a child with a disability. Hopefully; it will give you some very real
WayS to begin tO 5-6ft through your pain and confusion so that you can start to help your child, yourself; and your family.

A5 you read thtough thiS guide, don't think of what could have been. Instead, put:your attention on how you will re-
spond and what you intend to do now that "this" hac happened. Think Of What yOu have, and what can be done today;
tomprrow, and next year. Your reward will be yOut child'S enriched life.

Please use this guide often It will keep you from wasting valuable time during yoUr gr-owing years. It wiH tell you
who, where, aw; how to find help when you need it

A long and often hard road_hes in front of you. We hope that this guide %vill get you started , will WO yoLi to take thoSe
first critical steps: We also hope that after reading this guide, you will know that N-iou cvill hbt haVe tb Walk alone

K: Joseph Krieger, Executive_Director
Florida Developmental Disabili.ies

Plann;ng Council
July 1985
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"There is no such thitig asa
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Richard Bach in Inusioas



SECTION A BEGINNING sense; the child you had hoped tor,
Planned on, and anticipated with muc h
love, is gone torever Now% taceci with

This publication is ahout your:child,
your family and-developmental disabil-
ities. It was written to_give_you_informa-
tion about your !child's special needs,
rights and possibilities. It will raise ques-
tions apd, it is hoped, answer_ some qus-
tions-that you now have. Other answers
may _take longer to find. ThiS guide is in-
tended to help.you make_a _beginning, to
take those tirst needed steps._ ....._
-_ There are eight_sections in this guide
Each is included fOr a particular reason
and:to provide You With _SPecifiC _irifor-
mation relating_ to your child and his or
her disability Overall, the OurpoSe ot
this guide is to:

Assure you that help is available for
your child and your family. Services
that _may_be_ usetul to you are iden-
tified throughout._
Remind you that a chid with a
dkability is more like_other children
thah_ different from them. And tirst
of all, _he- or she has all the same
needs and rights_as any child.
Detine :disabilities, tell you some-
thing about what you can expect,
and help: you find other sources ot
intormation.
Explain some Of you and your
child's legal rights and tell how You
can. get legal advice at reduced or
no cost:
Show how parents can ard must
take the lead in finding and_obtain-
ing needed services for their child.

We ask that you save the guide and
keep it -with other -papers important to
yourchild's well=being._PerhaPS You MaY
not be able to use this mtormation -at
this-time. If _you- feel -that way, put the
guide aside for a while and come back
to it later. _Remember that there is no
need to rush things right now. Take your
tjme tb think, get infbernatiOn,_and settle
down with your child and his or her
needs _ _

It Is_ perfectly_'!_n_ormal" to grieve for
the child who could have been. In a

thi -t 1 t Is unexpec ed oss, natura or_Nou
and your family tO experience feelings
of denial, anger, hurt _and, eventdally,
acceptance. Once you haYe rea(hed the
stage of being able td acCept Our hild,
great reward and satisfaction iwait yOu,
for your-child is_ special _in 01" iys
besides his or her disability

If_ nothing_else; it is hoped_ that this
guide may otter &glimpse at light on the
challenge _which lies ahead -of: N-lOu and
your_family. No matter how Cfark your
situation or your child'-s «mditiori may
seem; there is truly a way that will
enable You _to do_what will be needed

This guide will q)ri-vv the many
hands that are_ willing to helP you
manage The only thing recluired of you
is that you take the first step.

ft"



'Be proud ut hild; accept
him as he is and do nut heed he

tihose t!io
do not knott better. The OW',

a meaning for ot, and to
.iU (hildren You VC- ill find:a iO

v.ouicannot noyh iuspect iii
fulfiHing 'Ins life for and ith
him. Lift up our head and go

-,:ppointed tA,0-."
Pearl S. Mick; in

, i N r (,,m
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Many-parents have writte_x about the
anguish_they felt _when they tirst learned
that their child had a developmental-dis-
ability. They talk of _ the unsteady path
that_ their teelings_ followed _for days,
weeks, even months -after theY kneW
theirmuch-loved child would live_ hiS br
her fife with a _handicapping condition.

In the beginning many parents are
shocked_ They can:hardly believe that
such a_thing could happen to them and
their child. Many parents refuse at first
even to believe that, the information
could be true. Gradually, aS they accept
the information and go beyond their
shock and dismay, parents frequently
become depressed and angry. But_ these
feelings_ pass_ and parents usually are
able to accept_their child xvith his or
her special limitations: They recognize
that :each of us is handicapped or lim-
ited in some way. In tact; no one is really
perfect. ,

Somewhere, somehow, most parentS
manage to get over the questions that
focus on the past and the pain "Why
did this happen to me?_" and turn in-
stead to the question _that will open the
door to the future: "Now_ that this ha_s
happened, what will I do about _it?"
(Kushner, 1983). Once _this_: important
transition:is made, the parents of _a child
With_ a _developmental disability can
tackle the important_ business at: lite,
planning for a future that may well be as
bright as that of any child's.

Your Child's ti-eeck

In fact, onto yOU tan accept your spe-
cial child and his ar_her limitations, you
will :quickly realize that your child's
heeds are more like other children's
heed§ than hot like them.: Your child will
go through thei§ame §ticial experiences,
the same developmental processes,:the
same psychological learning_ as_ other
children. The disability may cause prob-
leins which may interfere with your

Child's:growth or experiences; causing
some delay in cievelaPing certain skilk
But, if your child is allowed to be a child
7 experience, lyarn, feel and think aS
chilci and if he_ or,she is_treated with
all the love and attention all children de-
serve; he or she will continue on to more
mature growth and _development._

Perhaps this can_be better understood
if you can see that your child is first of
all :a child; and only secondly a child
with a disabilit-. It really is up_ to you to
determine how much ot_his or her_poten-
tial your child can reach, given the par-
ticular disabling Condition.

Your child's needs include the need
for:

physicalarid emotional _care
stimulation of bodY and -senses
education
recreation sports and play
medical care
social opportunities
legal resources and protection
independence and self7sutticiency
and especially, love_ affection and
acceptance as a real person.

Ymir (hild's Righk

The right to speak openly without
tear of punishment
The right_ to protection against
abuse or demeaning treatment.
The right to_pri-VaCy.
1 he right to suitable social ahd
recreational activity:
1 he right :to appropriate and
hiiniarie Medical care
1 he right tb education and training
erviites._

The right to live in the least restric-
tive environment possible _

The right to a responsible, impartial
guardian or advocate to protect
and eriSUre the exercise of these

In Florida, theSe rights are protected
by Flbrida Statute, Chapter 393

1,1 r C. hi fits 1_3 i!

: If you have just learned_ at your
child's disability, you are probably at a
loss about what you need to do first. You
may be dear pahi(, or close to despair;
or very angry. Many parents report these
as well as other lntense feelings. All are
hard to deal with, but they can _and_da
Change. Parents need ta remind them-

Once you understand that your chiid SelveS that their child's disability is not
has the same needs as any child (in addi- their,fault. Arid, once these painful and
tion to whatever special needs hear Ole negative feelthgs are recognized, you
may_ have because of the partitUlar can take deliberate steps to handle your
disability) you may also be interested to feelings. Only_then will you be able to
discover that your child's rights are the deal with your child in a truly positive
Same as the rights of allpeople. way.

Your child has the right to live hiS Or
her life in the most corrifortable, :)icr
creative and fulfilling manner possible, In the mearitirne, XXhile You are still
in treedom, with Joy and_with the opporr struggling to come to terms with your
tunity for continuing growth. Your child child's disability, there IS Muth VOU can
has the_ right to a _job matched:to his or do.
her abilitieS :and lirrOtationS. He br She 1_If you have just learned of your
needs equal treatment and equal OppOr= -child's disabling condition; no matter
tunity and the certainty of living with What Out thild'S age and level _of handl-
dignity: cap, now is not the time to make a deci-

"lour child; hke all children, has_many sion ta send your child to an institution
other rights as well. Some of these in- or other situation where others _would

prOvide the care. Later on; that may be_3
The right to be part of a family: ! Choice_ yOu Will make, but it requires
The-right to religious freedom and clear_thinking and Careful consideration
practice: of all your optiohs. rou need to know

1 0
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much more About your child; his or her
spetial dkabilitv, pOtential and limita-
tions. You even may be counseled now

by doctors, grandparents or well-
meaning friends, _ _that sending your
child "AWAY' Will be bet for YOUr entire
family. Resist theSe preSSUres, iat least
for now, until you tan get the intOrma-
tion you need.

Right hOW, all your -child really needs
is to be loved and treated like eVery
other child: You wdl want to explore all
possibilities at this stage; not settle on a
quick solution. Your child's life deserves
this careful thought.

2. Begin :talking with other parents:
(The -of the best ways to:get information
about your child's disability is to ask the
parents of A child with the same condi-
tion_ Talking with COMOoh-e WhO has
"been there" will give you a great deal
of information on what you_can expect
aS YOUr_ child grows: Other parents_ ako
can offer the understanding; support
and encouragement that comes from ac-
tual experience. lh this difficult time,
other parents: can do much to help and
often are delighted to_do so

If you do not know how _to find these
other parents, you can start by contacting
the organizations _war:king with-the ma-
jar disabilities hsted in Section_ b_of this

Remember that it is important for
bOth you and your child to ask for help
and information.

_3. Find out io-er your child is today;
and start there. Nothing you read or hear
about your child is final or exact. Each
child is different, and the_ degree or
severity of the disability may differ:Lin
many ways. Aka if your child is very
young, detailed testing may be impossi-
ble. Some developmental disabilities,
like autism, are very difficult to diag-
nose.. Others, hke DOWil Syhdtbme, Al-
though easy to identify, tAh Vey greativ
from Lhild to child. Finally, with OA:-
stantchnges in research, service and
legislation there is_much more that can
he 'lone today regardless of the disabi'-
ity. These changes may help your child's
future.

4

4. Take that first step. It is important to
get started, to take the first step: no mat-

: ter how much:you, your doctor or other
professionals know about the diSability.
Even if your child is only a tiny baby, he
or she can begin immediately in an in-
fant stimulation program. If your child is
older, it is even more important to start
immediately on a program that will helP
the child and reduce the negative ef-
fects_of his or her disabling condition

Many parents also have found that tip
begin a program of_ positive action
brings relief to them_as well as to the
Child. It gives a sense of moving forward,
of helping their child and themselves.
Eyen if _an exact diagnosisis not com-
plete children who are delayed in their
development need not: wait to get help.
5tarting treatment early has the added

! benefit of reducing later problems
, 5. Get as much information as yOu tar,
about your child's disability. The more
you know about your child's problem,
the better. This guide includes brief de-
scriptions of some disabilities, but there

:

is much_ more to know. Much of the in-
formation you_will find may not agree
Neither will the opinions offered by poo-
ple yoU and your child meet You will
itfoeo than likely read and hear different

"

points Of vieW and will need to make up
your own mind

When you are gathering information,
be aware that much has changed in the
past ten_years in the field of helping chil-
dren with disabihties. Try to get recent

form ti n Iven then itmav be that
no one knows exactly_what your child's
problem is. Lur.kily; you can still get in-
larmation on bowto treat your child; no
matter what the diagnosis.

Early Intervention
The reasons for seekmg immediate

help for a child with a developmental
disability are many. Perhaps most impor-
tant by providing training and care _for
obi. -child at an early age; you actually
mav reduce the lirnitations your child
may face -in later life. An effective
educational program tan give your child
every opportcnity to develop to the

fullest the capacities and potential he or
she may have

The chart which fOliOWS ShaWs SOine
steps in a th ild's normal development. It
shows at at out what Age children do ter=
tain things__Some children do these
thing c. earlipr or later, but most folloW
thc: steps in order.

What is a developmental disability? A
developmental disability is a mental,
physical lor emotional condition which
affects the normal development of an
individual. A person with a develop-
mental disability is someone who is
limited physically and Or MentallY in
his or her ability to perform the activ-
ities of daily living (taking care Of Per=
sonal needs, graduating frOrri : high
school, getting a job, raising children,
etc.). A person who has_a developmental
disability_ has a need for a combination
of special care and treatment_ He or she
may require extended Oi lifelong :ser-
vices _that are indiOdiially planned to
meet special needs.,

Federal legislation* defining develop-
mental disabilities states that the per-
son'S ability to carry out_certain rnaior
life activities muSt be affected. These
life activities are defined as:

self care
learning
mobility

-Public Law 95-802, the-_'Rehabilitation, COM:
prehensive Services. and DevelOpMental Disabil-
ities Amendments of 1978" which was passed
November 6; 1978.



self-direction
economic sufficiency
use of receptive arid expressive
language
capacity for independent liVing

In_ order to be conSidered develop-
mentally disabled under the federal
definition, a person must be atfected in
three of the areas listed.

Florida legislation defines_ "de_Yelibb
mental disabiltty" as a disorder or
syndrome which _may be the result of
retardation; cerebral paky, autism, or
epilepsy and which constitutes _a sub-
Stantial handicap that can reasonably be
eic0eCted tö-COMMue indefinitely.

In the ''Retaidation Prevention and
coMMunity $ervices Act" passed by the
Florida legislature in 1977, state treat-
ment programs for the developmentallY
disabled were directed to emphasize
those programs that have the potential
to prevent or reduce the severity of re-
tardation and other developmental dis-
abilitieS.

The legislature Also insisted that first
priority_be given to developing and us-
ing: those services_ and programs which
Will:allow persons with developmental
diSabilities to_ "achieve their greatest po-
tential fOr independence and productive
living, which Will enable them tb live in
their own homes br in fatilitieS located
in their own communities

Type; of Developmental
Disabilities

There are many problems which are
considered to be developmental _clisabil:
ities.i_These,problerns can _be physical,
mental or emotional. Sometimes a child
haS niore than one handicapping condi-
tion. For example, he or she may have a
physital diSabilitY in additiOn tb a men-
talidisability. Children with Mental retar-
dation may develop some emotional
Problems:as they begin to socialize with
[tither Children and adults. A child with
:Otebral palSY May heed special _help in
learning to communicate. A child who is
31ind or deaf may be frustrated by his or

her limitations. A child with Down Syn-
drome may have heart or respiratory
problems,. And so on. :

Often both the child and the family
need SOMe Sbrt of counseling to learn
ways of handling their special problems.

It iS ako important to keep in mind
that nO two children with a disabling
condition aro alike. In the same ways
that non-handicapped children :re: dif
forent from each other, _so each_ han-
dicapped child is special or unique.
Each child deserves and needs an assess-
ment and treatment_ prograni WhiCh will
help him or her to develbp tb the limits
of his or her own abilities.

So you can see how very important it
is to know something about the many
pbSSible disabilities The followMg de-
scriptions will tell you briefIV about the
kinds of disabilities your child might
have. Remember that these are very
general des_cript;ons and are offered
here as a start to ar indepth look at in-
formation which wili _be important to
you. There are many excellent sources
ot information. Sorne are listed in Sec-
tion 6 of this guide.

Physical Impairments
This type of developmental dkability

includes many physical problems which
may _put_ severe limitations on a child's
participation in school, family and
SOCial fife. It can be the result of an in-
jury at birth, or something caused by a
disease or accident, like poliorriyeliti,
may_be inherited, as, for eiC;itiple, With
osteogenesis irnperfecta,_ or brittle bone
disease. Other physical impairments
iiiight include cleft palate; club foot,
lack of upper or lower extremities and
other conditions usually apparent at
birth.

Blindness and deafrieSS are cbriSid:
ered physical disabilities as are isuth
chroMc health conditions-85 hemophilia,
leukemia, asthma and_ heart conditibhS
which limita child's_strength and_ alert-
ness, and, as a result, affect ability_fo
perform at school, at home or in the
family setting.

12

Other disc asps such as juvenile arth-
hti5, muscular dYStrophy and rnultiple
sclerosis rr ay fall iititO thiS category.
Handicaps caused by physical impair=
ments vary considerably. They also_re-
00ire different Methods of treatment,
dependinit, oh the severity of the
PhYsical ithpairrhent

Cerebral Pals,

Cerebral -palsy refers to a group of
neurombtOr diSbrderS caused by dam-
age_ to_the brain, USUally at the time of
birth TheSe diSorderS inVolve the brain
(cerebral) and MuStIO cOntrol (Parsy).
Typically, SOME, damage haS OccUrred to
the part of the brain which controls the
muscles_ and, as a result, they db hot
work properly.

Children and adults with cerebral
palsy may move and speak awkwardly.
TheY haVe uncOntrollable jerking
movements, a pbbi SO-1Se bf balance;
speech and hearing problems, and Sderie:
times; mental retardation.

Thew -are ,iboui 750,000 known cases
ot personi;=1thii & r& h tip Is md Soriie
:)r):000 babie,, ;Ire horn cith this diSabil:
ity ea( h year In one stalte surYey, aS
many as t) out ot 1.000 babies horn had
cerebral paISX

Doctors do ribt alWayX khOW what
causes cerebral palsv. There_ ate, how-
ever; a number-of factors that tar inter-
fere with the development ot the brain:

infections during_ pregnancy
Rh f actor incompatibihty

o complications during delivery
lack ot oxygen at birth
injury or infection

Three COMMOti tykS Of Cerebral Palsy
iedude.

Spastic - characterized by -tense, Stiff,
: contracted muscles

Athetoid - characterized by involun-
täeN-,, UnContrbIled motion :

Atatic charatteriZed bV a diStiiii-'ed
sense of balance and depth
perception_

(continued Oh ri-age 8)
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Growing Signs Age Language

A. Does he laugh or make happy noises?3 monthS B. Does he turn his head to sounds?

6 months

9 months

A. Does he "babble"; repeat sounds together
(i.e., mum-mum-mum)?

B. Is he frightened by angry noise?

A. Does he understand "nr-no", "bye-bye"?-
B. Wilt he imitate any sounds or words if you

make them first?

12 months
A. Does he have at least one meaningful word

other than "mama"; "dada"?
B. Does he shake his head for "no"?

l 8 months
A. Does he have at least 6 real words besides

his "jargon"?
B. Does he point at what he wants?

years
A. Does he talk in short (2-3 word) sentences?
B: Does he use pronouns ("me", "you",

"mine")?

Ow A years

3 years

A. Does he use plurals or past tense?
B. Does he use the word "I" correctly most of

the time?

A. Does he tell little stories about his experi-
ences

B. Does he know his sex?

years
A. Does he say a song or a poem from

-memory?
B. Does he know all his colors?

5 years
A. Can he print his first name?

B. Does he ever ask what a word means?

This chart was adapted from the Developmental Attainment Form for Children 0-5 Years, The )ohn F. Kennedy Institute for HaridicaPj*cf Children, and
prepared in this form by David M. O'Hara, D.A.S.S. and Barbara Mosher, M.S.W., from an earlier version by Arnold J. Capute M.D.-, M.P.H.; and Robert F.
Biehl, M.D., M.P.H.
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Social Ski lk Movement Bcid* Use

A Does he smile at ou?
13 Does he reac h tor tanult,ir peoPle or

ohlet ts,

A: Does he support himself on forearms when
lying?

B Does he hold his head up steadily while on
his stomach?

A Ate hiS hands usually open_at reSt?
B Does he pull at his clothing?

A Does he strett h lii. arms out to hi. pi( ked
op/

13 Doe, hi. shos hi, likes turd

A. Does he lift his head when lying on his A Does he transfer a toy from one hand to the
back? other? _

B Does he roll from back to front? B. Does he pick up small objects?

A Does hi. hold his 055n hottle,
IS Does he plai am, nursery games ( ot ek-,t

boo bye ht.

A Doe, he «,operate fl dressing/
Does he «nue , hen ou i ill him/

A. Does he sit for long periods without A. Does be pick up objects with his thumb and
support? one f inger?

B Does he pull up on furniture? B Does he finger-feed any foods?

A Is he walking (alone or with hand held?) A Does he throw toys (objects)?
B Does he pivot when sitting? B Does he give you toys (let go) easily?

A Does (t u uu 0 outirle tosks
(sAeeping, dusting, eti

Does _he play in tl-u. t ompain iii othcr
hildren

A Dbes :Isk to he taken tii the tiiilet?
Does he pl,o. In «impank, ot other

hildien/

A Does he ysalk upstairs with help?
B Can he throw a toy while starlding without

A. Does he turn_book pages (2 or 3 at a time)?
B Does he fill spoon and feed self?

A Does he run well without falling? A Does he turn book-pages-one at -a time?
B. Does he walk up and down stairs alone? B. Does he remove his own shoes, pants?

A Does he tell his t irst and lost name it A. Does he jump, getting both feet off the
floor?

II Doi, he get Ininselt a drink %itImut help/ B Does hc throw a ball overhand?

Does he share his tos?
B Does he pla %ell us oh another c hold?

lake turns?

A Does he tell tall tales or 'shms off /

B Does he play cooperatively with a small
group ot hildren?

A Does he unbutton any buttons?
B Does he hold a pencil or crayon adult
fashion?

A. DoeS he pedal a tricycle?
B. Does he alternate feet (one stair per step)

going upstairs?

A Does he dry his hands (if reminded)?
DOes he dress and undress fully including
front buttons?

A Does he attempt to hop or skip? A Does he button clothes fully?
Does he alternate feet going downstairS? B Does he catch a ball?

A Is he a mother's helper , likes to do A: Does he skip; alternating feet?
things uir you? 13 Does he jump rope or jump over low

B Does he play iciriipetitive gameS and obgado5?

Abide by the rules?
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A Does he tie his own ShoeS?
B. Does he spread with a knifc?



Surgery can correct some of the prob-
lems caused by cerebral palsy. One re-
cent development in medical research is

delitate but often effective operation
bri the brain which has been performed
With Success in a limited number of
cases. Many new medicines are now
ayailable. Speech, occupational and
physical therapy, among other special-
ized services, can help to improve mus-
cle control and enable children with
cerebral palsy to develop to their full
potential.

Epilepsy
Epilepsy is a disorder of the central

nervous system_ Krain _cells create ab-
normal electrical discharges that cause
seizures. There are many types of epilep-
sy and a variety of symptoms: muscle
spasms, mental confuSion, loSS of con:
sciousness

There are about tv%o million persons
with epilepsy in the United States, or 1
percent ot the population I his means
that about ono In t'N.t'iN, 100 persons m
this ountry has epilepsy

NOt all people who have epilepsy
have seizures. _The seizures themselves
vary considerably but are grouped into
three mamitypes:

1. Grand Mal - characterized by fall-
ing, Loss of consciousness, stiffen-
ing and shaking of entire body;
irregular breathing. This type of
seizure _may last for several min-
utes and occur frequently or hard-
ly ever.

2. Petit_Mal characterized by "blank
spells," losing awareness,- slight
twitching, staring; blinking: This
type of seizure is mo5t common in
children 8-14 years of age. A seiz-
tire May laSt OnlY_ a feW Sectinds
and _may occur dozens Or êvën
hundreds of times a day.

3. Psycho Motor characteriZed by a
period of mental cOnfUSibh fOl=
lowed by pointless Or repetitive
movements, pain or dizziness. This

type of seizure can occur at any
age and may last up to 20 minutes.

In many instances, doctors never real-
ly discover what causes epilepsy. It can
be related to:

brain injuiv before; during Or after
birth
head injuries
poisons (including lead, alcohol)
diseases (such as measles; en-
cephalitis)
disorders of the circulatory system
traumas
nutritional disorders

Anyone could have an injury or illness
that could lead to epilepsy, although
most epilepsy appears early in life. Thir-
ty percent_of all epilepsy shows up be-
fore a child is 5 years old; 34 percent of
cases become evident in early adoles-
cence; and :23 percent of epilepsy ap-
pears in adults. More males than fe-
males are likely to have epilepsy.

Encouragingly, epilepsy need not be_a
handitap. Some 80 percent of people
with: epilepsy can be totally or almost
totally free of symptoms through contin-
uing treatment. Epilepsy can be con-
trolled partially _or completely through
anticonvulsant drugs, or in some cases,
by special diets or surgery.

Autism
Autism is a neurological condition

tharatteriZed by 5evere problems in
communitation and behavior. Children
with autism are unable to relate to peo-
ple in anormal manner.

Althoughautism typically appears
during the first three years of life, it can
be SuSpeCted as early as a few weeks or
MonthS after birth. It Can occur by itself
or id aSSOciation with other disorders
which affect brain function. About half
of all autistic children also develop
epilepsy.

About 4 in every 10,000 children have
autism; whit fl is four times mow likely
to Occur in males than in temMes

No one knows exactly what part of
the nervous system is affected in autkrn.
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Sbme reSearth PöintS to damage in the
part of the brain Which COntrbIS Ian-
guage and inforrThatibh gathered frOM
the outside_world. Gther research points
to a chemical imbalance as at least part
of the cause of autism._ No known fat-
tbrS in the pSychOlogical environment of
the child have been proved to tauSe
autism. (This also rtle8nS that parentS
cannot, under any circumstances, cause
autism.)

Some of the characteristics of autism
are:

disturbances in the development of
phySital, Sacial and language skills
abnOrmal r-eSdbris-eS to SeriSatibils
speech and language difficulties
abnormal ways of relating to peo-
ple, objects and events:

_ may be withdrawn, apathetic;
unresponsive
may be resistant to change in the
environment
may be disinterested in people
and surroundings
may show unusual interest in in-
anirnate ObjettS
may exhibit behavioral problems
which may include self-injury,
repetitive or aggressive be-
haviors.

There is no known cure for autism, but
there are different treatment programs
which can help the thild with atitiSM.
Special education prOgraMS using new
techniques can teach the child to speak,
to take care of personal needs and to act
in ways which _are socially acceptable.
There Ls also a growing body of_research
in biochemical, sensory stimulat.on and
behavioral intervention_ that will_help to
make the future even brighter for a child
With thiS developmental disability.

Mental Retardation
Mental retardation is not a disease or

an illness; it is a disabling condition, in
much the Saine Way aS blindness or deaf-
neSs iS ;-3 diSabling tOnditidn. It iS true
that mental retardatiOn may be caused
by an illness or infection, but it is the
result and not the process. It cannot be



"-aired" and iS likely td be a life-long
condition It 15 not the same thing as
mental illness.

The child who is mentally retarded
will _develop _more slowly than other
children. He OT she may have unusual
difficulty in learning, social adjustment
and in working. A child with mental re-
tardation may have poor judgment, be
unable to reason successfully; have dif-
ficulty deciding how to act in new situa-
tioris, _and sometimes be unable to learn
completely from past experiences.

Just as every child is an indMdual, so
every child with mental retardation is an
indiVidual. There are many differences
ih perSOnality, behavior and in the abil-
ity to learn.

1 her are in()r( th,n1 mullion per
son, in th(. %ho Ii e ,ome
torni (0. Iln flt.11 ret,n(1,0 ion ( )ne in 4,%41-
10 An1011( 111 I()1 11M)111,1.-, ,1 ineritill re-
tarded per,on in hi, or her ti riu I There
are 0%er people w itli mental lc:
tarclotion identitied ed( h ear In
Hondo. on connoted per«mt ot thy
population Live some dtTree ot ment<lI
retardatiiin

Mental_ retardation can be caused by
any condition which impairs develop-
ment of the brain before, during or after
birth. More than 350 causes have been
identified, although in over three quar-
ters (or 75%) of all persons with some
form of mental retardation; the specific
cause is not known. I

Sometimes the child is injured at
birth. Sometimes the mother becomes ill
during pregnancy, for example, with the
German measles. Sometimes something
happens to the genes or the material in
the tell which directs_ the growth of a
Child._ Often ho simple cause can be
found.

Children with mental_retardation are
found among every race, religion and
nationality. The condition occurs in
every educational; social and economic
backgrOund. AM/ person could become
functiOnally retarded due to brain dam-
age from an illness Or injury.

Down Syndrome is one kind of mental
retardation that is caused by a changein
body cells before birth. It used to be
called "Mongolism" because of the
slight oriental shape of the eyes and the
usually dark; straight hair of persons
WhO have thiS form of mental retarda
tion. Ofteh there Will be other medical
problems aS

Children _with Down Syndrome are
often described as warm, happy and
willing to learn. But they learn very
slowly and are likely to reach their limits
early. If yoUr child has Down Syndrome
you will want tb take adVantagebf Spe-
cial prOgraMS as early as poSSible. ThiS

. will help your child to reach the higheSt
level_ of his or her ability.

All children with mental retardation
can be helped by education and train-
ing, and most will be able to live produc-
tive and _meainingful lives. In fact al-
most 90 percent of people with mental
retardation are only mddly retarded,
While about 6 percent are moderately

; retarded, 35 percent Severely retarded
and only 1.5 percent profoundly re-

! tarded.
All children and adults with mental

retardation need the same basic services
as everyone else education, health,
vocational, recreation, religious and
social services. It is important to keep in
mind that with early identification,diag-
nosis and educational programs, these
children can lead useful adult lives.

Spina Bifida
Spina bifida is often called open

spine. (The scientific name is rnyelomen-
ingocele.) It is a problem of the central
nervous system that can be identified
easily at birth. The bones in the spine do
not close or_ are only partially closed. In
the opening that is left, some of the
membranes, nerves, or even part of the
Spinal cord come out and form a type of
sac, usually near the lower back. ThiS
can cause fluid to collect in_the brain,
causing great pressure that may result in
brain damage and mental retardation. It
also can cause other deformities of the
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feet, legs or hips. Your child may lack
sensation in the lower body. There may
be limited or no bladder Or bowel con-
trOl.

DoctorS do Pot knoW Why Spina bifida
occurs. Surgery is needed tb cloSe the
open area in the spine, and is done as
early as possible, uStiallS, within the first
day of life. This_ surgeiry provides prcitec:
tion from infection. It is also a first step
in the process of repairing defects.

Children with spina bifida may be se-
VerelY Physically imp_aired. Many learn
tb Walk With brates. The_idegree_ of_dis-
ability will vary_ frorn -child to -child, aS
with, all_ developmental disabilities.
Years ago, 80 pucent of babies _born
with spina bifida died in infancy. Today;
95 Percent will live, have normal intelli-
gence, and most will be able to Walk to
the school litiS and between claSSroomS.

learning Disabilities
A learning disability is a problem with

understanding and using written or
spoken language: It is often difficult to
diagnose and is sometimes calied_the in-
visible handicap. It is sometimes confus,
ing because a child with a learning
diSability most often has average or
above average intelligence. Many chil-
dren With thbSe hard-to-define problems
develop behavioral problems as well,
becoming disruptive at home or school.

While a learning disability is hard to
diagnose; there are :many signs which
warn a parent to look for help. Perhaps
your child has one Of theSe

Your child i5 failing in reading,
spelling, writing or arithmetic while
teachers insist the child could do
better if he or she tried.
Your child is poorly coordinated;
Clumsy, awkWard, has difficulty in
writing, tying shoes or catching
balls.
Your child i5 cbrifUSed in lahguage,
speech, or f011oWing direttiOns.
Your -child ls uSually forgetful br
attentive.
Your child is easily distracted, im-
pulsive, over-active or overly quiet.



There is no one known cause for a
learning disabilityJust as there may be
more_ than one effectiVe Way to deal
with the disability iihte you are aWare of
it But it is important to discover the
disability as early as possible to allow
the child to learn ways of getting around
any problems it May cause. A correct
diagnosis, followed bY special educa-
tional_ medical; psychological and so-
cial_services_will_help most children With
a learning disability lead normal, pro-
ductive lives.

Enmtionai 0(:rthi1(
A Child Who is emotionally disturbed

experiences emotional Problems to the
extent that his or her ability to get along
at school and at home is seriously af-
fected.: The, child MO be eXtrernelY de-
pressed or be terrified of school. Some
children become overly_ aggressive or
even _abusive. Or a child may become
WithdraWn and unable to relate or be
With farnily Or ëer.

The exact causes Of emotional dis-
turbances are not completely knOWn.
However, treatment can be successful.
Psychiatric therapy, counseling, and in
some cases; medicines can make posi-
tive improVerrients in a child's behavior.
The -child May or may not be develop-
mentally disabled, depending on
whether his or her learning, self direc:
tion, self-care or capacity for indepen-
dent living also is affected.

"Developmentally delayed" is a term
often used to describe a child _who does
not seem to be growing and changing ac-
cording to expected steps. A child can
be delayed in one or several, often over-
lappMg, areas. _Those areas are bOdy
movements; speech and _hearing, self-
care, response to other people, ability to
behave, and ability to follow directions.
Often both the cause arid the extent of
delay are difficult to diagnose.
_There are many stageS in a thild'S

growth. (These were described earlier ih
this section on the "Growing Signs"
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Chart.) TheSe stages are predictable and
happen at abOUt the sarne age in most
children. When theSe actions and skills
do Mit Seem to happen at the expected
age, parents will want to start asking
questions.

There may be nothing wrong or there
may be a reason to be concerned and to
get help in infancy or early childhood.

Programs which stimulate a child to
deVelOP neW Skills and abilities are of-
fered by the Florida public school sys-
tem. These programs rely on people in
schools, health centers, and at home to
encourage and support a child's growth
and progress.

The term "developmental delay"
most_ often simply alerts parents LI
watch closely as a child groWs. Since
parents usually kriOW their -child best;
they are often the first to recognize a po-
tential problem and get help. FOttun-
ately, in today's_worid, the_child with a
developmental delay need not be handi-
capped or held_back in any way.

In fact, a child with _a physical or
mental_ disability is not; at _birth,_handi-
CAPPed; but instead is simply disabled.
Doctors; parents; teachers, therapists;
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relatives and friends will be the_ ones
Whio may convince a child with a devel-
opmental disability that he or she is han-
dicapped.

For all who work_with these children it
may be hard to avoid doing this, for our
OViin fears, misunderstandings and pre-
id-dices will come out in many different
Ways. Often, a person may not even be
aWare that this is happening.

It is especially important that yoU, as
a parent who cares for a child with a
developmental disability, treat your
Child_as if he or she will succeed. T_here
may be unusually difficult obstacles, in
the WaY, but YOUr Child can still reach
sorne leVel Of -success if he or she is sup-
ported, encoUraged, loved and allowed
to succeed as well as fail
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"N.Ou can rebel, resent,
resist the situation;
constantly question sishy
it happened; plas _the
marts r, mr;pe, and be
defeated. Or sou can
accept the challenge,
take up_the gauntlet
and find the bleSsing
and victory in it,
building on and
appreciating the
positke points, looking
for and appreciating the
opportunities to grow in
depth and sensitivits as
a person, nnding deep
joN in alt e idence ot
overcoming limitation,
no iia tIer hotc, small."
Judith lows, mother
or a clisable_c; child_in
''To 13e Spoken Sadly,'
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SECTION 3: WHAT YOU
CAN DO AS A PARENT

You _may have just been told your
child has &developmental disability. Or
you may have known_for some time that
yOUr child is "different"' _and needs
SPeCial care. Whatever the situation,
YOU are probably learning how to handle
YOOr OW6 fears and disappointments,
anger or:hurt, shock and dismay;

Sometimes, parents of children with '

diSabilitieS get So involved with this new
and often -frightening situation that they '

forget _that they are people too. In your !
trips to medical doctors, hospitals, ther-
apists, psychologists; social services, eye
doctors, etc., it becomes very easy to
put yourself far down the list of things
requiring special attention. But parents
are people too. In fact, one of the best
things you can do for your child is to
take care of yourself; Then you will be
able to do the rnany_things he or she will
need You will be able to do these things
with t resentment, and perhaps most
impe:-ant of all, you will be able to love
your chzi more freely.

_Many parents of children with disabil-
s don't ask_ for or accept help fcir

themselves; Please don:t make this mis-
take. You deserve an occasional break
froM your child; like every other parent.
You _need uninterrupted sleep; just like
most people. _And While it may not al-
ways beipossible to do either, it Will.Cer-

.

tainly help both you and your child if
you take good care of yourself phys-

Whether you have come to accept
your child and his or her _disability may
depend on the support; acceptance and
encouragement of friends,: family and
other people. Unfortunately,. many of
those closest to you Will not know how
to do this. They, too, may be afraid. -Or
they may worry about saying or doing
the_ wrong thing. Often family _and
friends _must _handle their own feelings
before they are capable of offering their
help and support to you.

Other parents of _disabled children
have faced these same_ problems and
frustrations.. Many have joined to share
their experiences and offer support to
one another by forming parents" organi:
zations. These parents can under-Stand
what you _may be going through, the
doubt_ and uncertainty you face; the
cOUrage cnd OndUranCe that will be
needed.

Many of these parents are willing_ to
help you anctl our child. They are eager
to:share their personal_ stories and to
help you as you begin your own_journey.
Even if your child's diagnosis is not yet
known; some of these parents may be
able to help you find information and
SerViceS for your child,

In Fibricla a statewide _Parent-to-Par-
ent organization is now being formed.
There already may be a group in your
immediate area. To find OW, Call or
write the Florida _Developmental DiS:
abilities Planning Council, 1317 Wine-
Wood_ Boulevard Building 1; Suite 309
Tallahassee, Florida _3230.1; (904)
488-4180, or contact the disability group
listed in your local telephone book.

Finally, the health care of a child with
a developmental disability can place a

Parent Needs

Ohe of_ the first things you may dis- !

cover as the parent of a child with a dis- !

ability is that you never seem to have !

enough energy. But stop for a moment
and think about it. Your sleep may be in-
terrupted by a child who is in pain or
who just can"t_sleep. You may be_ _carry-
ing :your child_ and his or her special
equipment for hours _at a time. You_ may
be worried about what you can CIO or
what must be done next. You may be
working at_ a full-time job or doing all
those things needed to keep your home
and familY "normal." You may be doing
everything alone or with only occasional
help. When you stop and think about it;
there are many new de-Man& On yob
and your energy. No wonder you may be
tired or lack the energy to do your uSual
daily activities!
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serious financial bürden On the entire
family There may be special medical
treatment, braces, hearing aids, glasses,
tutors; wheelchairs; learning materials,
communication devices; special classes,
homemaking help. There may also be
neceSSary hOspitalization, transporta-
tion tbStS and l-ot in-come from work.
Not many families can pay for these
things from their Own iricOMeS. LuckilY,
there are many ways for families of chil-
dren with disabilities tb tet help in meet-
ing their expenses
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Finding out where to get financial
help and actually getting it will take
time. It may be a difficult and time con-
suming job. But if your family meets the
requirements for financial help you
should claim it. MoSt iMportant of all;
no child or adult with a developmental
disability should go without needed
help.

Social Siecority
Social Security is the largest goVern-

ment support program. It is not welfare.
Most people who work for any length of
time have had Social Security deducted
frOrn their paycheck. A part of_ the
money collected in this way is set aside
for families with a disabled member.

Monthly Social Security benefits are
available to:

workers who were severely disabled
before the ate of 65;



retired workers over 62 years of age
ahd their dependents; and
children of retired, diSabled or de-
ceased workers, provided that the
children are either under 18 years
Of _age; or were severely disabled
befbre the age of 22 and continue
tb be dkabled.

Supplemental s-e-cutitv Iriecirne (SSI)
focAged,__Blindand Disabled is Ahbthet
Social Seconty program. If a person is 65
years of age or older; or it the person is
anY _age_ including children, and also

dkabled, he or she may receive
monthly payments from the Social
Security Administration

_TO find oUt if the diSabled hild or
adult ih your family is eligible tor_ these
payments, a parent, guardian or other re:
sponsible adult can aprily Uri the Scieial
Security _Off ice.

For information and_ application
fOrrns for _Social _Security programs, call
YOUr Itical Social SeeuritN Office Local
telephone humberS are liSted in the tele-
phone book under SOCial Security Ad:
ministration.

Veteran's Administration
The Veteran's Administration is

anOther gbvernMent agency Which may
be able tO help CHAMPVA, the Civilian
Health and MediCal PrOgram ot the Vet:
eran's Administration, k A health and
medical care plan. Financial aid fOr
medical carc- iti provided to a spouSe or
child of a veteran (living or deceased)
who has _a permanent, total disi.'hility
This disability must be the result of an
injury that happened while the person
was in military service Benefits usually
end when the &Pendent child turns 18
years of age, urileSS that child iS hbt able
to support him / herself because of a
mental or physical disability that was
obVioUS befbre the age of 18. In this
eaSe, the child ean Continue to receive
benefits.

For more informatibn abOut thk pro:
gram, call toll free or write:

Veteran's Administration Regional
Office

Benefits Information and Assistance

Post Office Box 1437
St. Petersburg, F lorida .33731
1-800-282-8821

Vetr.i n Bcnejits for F a mihes
Another program trom the_Veteran's

Admmistration provides for the educa-
tion of wives, widows, or children-of vet-
erans_ who are 100 percent_permanently
disabled.:The disability must have_ come
from an injury during the time the per-
son WAS ih Military service The selection
of training programs for _children with
disabilities is givenspecial attention.

For more information contact:,
Educaiion Assistance Department
Veteran's Administration Regional

OffiCe
Post Office BOX 1437
St. Petersburg, Flonda _337.31
1-800-282-8821

Medicare
Medicare is another federal program

that is financed through Social Security
taxes paid by employers and employees.
Medicare_ covers all people over 65_ who
are eligible for Social Secun:y as well as
oohget_ 0_66010 hb are Isabled. Dis:
abled adult children who receive SOCial
Secunty benefits from their parents' em-
ployrnent can receive Medicare bene-
fits. Any child under age 18; disabled or
not, may receive Children's _Benefits if
the pareni is retired, disabled, or de-
ceased.

There art
A is hospir-,,
cover doctor
home care. 11

--rs to Medicare. Part
,nce and does not

custodial nursing
frees Part 13 helps

tO pay doctor itpatient hospital
Servites and the nedical services
and supplies. Part i,_ ,ists people who
uSe it a SMall Monthly fee. Some items;
like eye_g_laSSeS and hering aids; are not
cOYered by Meditare. Both Parts A and
B have deductibles or an amount that
must be paid by the user before addi=
tional expenses are covered.

For more information call toll free or
write:

Medi-car-é
Po5t Office Box 2360

Jacksonville, Florida 32231
1-800-342-7586

Muditaid
Medicaid or Medical ASSiStance_k ad-

ministered by the Department bf Health
and Rehabilitative Services ahd is fi-
nanced by federal, state and counIV
funds It provides services_for persons in
financial need who are unable to pay for
needed inedical and health care ser-
vices

Anyone who receives Public assist-
ance, or welfare, or SUppleMehtal 506,47
ity Income (SSI) may reCeiVe a Meditaid
card: A family rnay be eligible for Medi=
caid if it earns a minimum monthly iri-
come, or neine at all, and owns little or
no property. Or, a fathily may_ have a
higher income, receiye no Public aS-
sistance or _SSI benefits, vet have very
high medical bills because of a child
With,disabilines This family might also
be eligible fOr a Medicaid card if they
meet Sbme Other financial requirements:

Once a perSbri haS a Medieaid card;
he or she may choose to use the services
of a private doctor who aCcepts Medi-
caid or to go to public chilies. The WO:
gram ako allows your child to receive
hospital care, nursing honie care, labora-
tory services, dental care, and many
other related services.

To find out more about Medicaid pro-
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grams; contact the _ local district
Medicaid Office nearest you. (See Sec-
tion 6.)

Hill-Burton
Persons who do _not qualify for Medi-

caid or _other public_ plans and do not
have_ adequate health insurance_ COVer-
age, but need medical care, may be able
to _receive free care or below-cost hos-
pital or other medical facility services
under the Hill-Burton Act._ Hospitals or
medical facilities that receive :federal
fLihds for construction and moderniza-
tibh under the Public Health Services
Act (TitleS VI arid XVI) are required to
make aYailable a reasonable volume of
free SerVices for people who are unable
to pay for these serviceS.

F-or information and assistance con-
tact your hospital admitting department
or social services department to see if
funds are available. Since not all hos-
pitals offer this program; you may also
wantito write or call for_ a list of Florida !

facilities in your area Which have funds
available,

Office of Community Medical
Facilities

1:323_Winewood Boulevard
Building 1; Room 256
Tallahassee, Floride. 32301
(904) 488-8672

insurance Benefits
Many families with a child_ whoihas a

!

developmental disability may _have a
PerSonal medical insurance policy: If
Yoii have rnedical_insurance, one of your
firStisteps might be finding out exactly
what benefits or services are covered.
To do -this, you will need to start first
with_ your child's physician and find out
what care your child needs, whandiif
other options are available. Once you
have this information; your next step is
to contact, the benefits department of
your_ health insurer or your own em
ployer: When you reach the benefits
department; find out which services are
covered _or not covered: Be sure to
eecoed all information_ you receive, in-
dudihg the name of the person who is
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giving the information to you. It 15 usual-
ly helpful to follow up _on your tele-
phone conversation with a letter to_ this
person stating what you understand the

; insurance benefits to be: Keep a copy
I for your files.
I When you_ file a claim, fill out all

fOrms carefully and completely. Pro,ide
aS much information as possible, for ex-
ample, photographs, detailed ex_Plana:
tions, _daily_ routines, background med-
ical data: Keep copies of all information
sent. Always talk to the person handling
your Clairri rather than talking With a dif-
ferent person each: tirrie

This will help to keep inforrhation
together and will shorten the time it
takes to process a claim.

Other Progroms
There are a nurriber of other iriCOMe

support piograrns Most have incOme
level requirements and sometimes other
requirements as well These programs in-
clude:

Aid _to Families with Dependent
Children (AFDC)
Food Stamps
Vocational Rehabilitation Services
Emergency Assistance Grants
Private Voluntary Agencies
Local fraternal_ OrganilationS, Ser.=
vice groups and foundations
The local organization that pro-
vides services to people with dis-
äbilitiës child's (for exam-
ple, United Cerebral Palsy the As-
sociation for Retarded CitiieriS,
etc.)

To find out more about these ard
other resources, call your Depz:rtnient
Of Health_ and Rehabilitative Services
DiStrict Office or your local human re-
sources department or departMent Of I
social services listed in the telephone
book Under your cOUrity government.
Ask the person Whb ansWerS to explain
who qualifies foe eath Oeugrarri

Tax Deductions and Tax Credits
There are a sizeable number of in-

come tax deductions and credits avail-

able:to parents of -hildren With develop-
mental disabilities. Every parent Can
benefit by using these deductions and
credits.

Every vëãe the Internal Revenue Ser-
vice piibliSheS Up:to-date tax informa-
tion.. This information IS aVailable from
your nearest tax office Or by mail ,from
your closest:IRS regional offite. Check
your telephone book under Internal Rev-
enue Services for the telephone number.

Medical ASSiStance OptionS
BeSideS the programs already listed,

yob May_ Want td:
1. Talk with your doctor. He or she

mav be a participating_member Of
programs which provide free care
to unemployed persons and their
farriilieS.

2 Cbeitatt Our county medical as-
SOCiatiOn,and _-ak it they can refer
you to any special programs or
care givers:

3 Check with any area HMO (Health
Maintenance Organization). Some
Of these groups are providing free
medical care at after-hours clinics.

4 Contact your uhibn Or the AFIXIO
and see f they are participating in
any_ free health care programs.

5. Call your local dental association
to see if assistance for dental care
is available

Parent Rights

Many parehtS of children with dis-
abilities find that society aS a WhOle is
quite unprepared to accept their child.
They, as well as the cf.ild, frequently are
aVoided by Strangers, reated poorly by
dóttbes, teacherS and other profession-
als, arid patroniZed or pitied by friends
and relatives._ Some of these parents
simply accept the reactions of others
and believe that; as parents of a child
With a diSability, they no longer have the
Sarne pbSiticin in life as a "normal" fam-
ily. This iS SirhIply ncit trLie.

As parents, ybu have §ome very basic
rights, rights you 5hould knolA, and insist



on. These include*, as a start, the follow-
ing:

The right:to sound medical informa-
tibn; eXPlained in terms and ways
that can be understood clearly.
The right to regular re-evaluation of
your child and his or her progress,:
The right to information_ that will
help you meet your child's Special
needs.
The right to information about your

fUtUre,
The right to know about _available
community resources including re:
habilitative services
The right to hope, encouragement
and consideration:
The right to Meet and talk :with
other parehrs Who have children
With disabilities
:The right to a_ personal life apart
from your child, including the right
for recreation, for time alone, for
time with each other, for time to
read,_ paint, write poetry. visit with
friends, exercise, or whatever.
The _right to complain, to cry, to
feet sorry:for yourself; to be angry;
in short; the right to be as human as
YOu were before your child was
born.

Along with these basic rights, parents
will want to be aware of the legal rights
of any child with a disability. These
rights are identified by bbth the Horida
Legislature and the United States Con-
gress.

The 11105t current federal law is the
Developmental Disabilities Act and it
was passed in 1984. It 15_known AS Pliblft
Law (P.L,) 98-527, and it Updates earlier
laws to inc_lude a wider range of disabil-
ities and to provide more services to
people who have them:

In this law:support is given to moving
people nqw in large institutions arid td
keeping others from entering therri. S0e=

*This list was adapted irom_The. Disabled and
Their Parents: A Counseling Challenge bY Leb
Buscaglia an excellent_and moving_book that will
be_most_ helpful to anyone_who cares about a child !

with -a disability or his or her family .

cial effort is encouraged to keep peciple
with disabilities in their own homes and
communities; to learn, work and live as
norrnolly as possible. Most of these peo-
ple will require special SerViceS. Others
may need total care. The laVy Makes
clear that such services must be given.

BefOre thiS laW there were SeVeral
others: You will want tO become familiar
with them. They affect all parts of the
IR es of people with disabilities.

Public Law_91-517 The Develop-
mental Disabihties Services and
Facilities Construchon Act of 1970
Public Law 93-112,_ Title 5, Section
504 The Rehabilitation Act of
1973; usually known as the DD Act
or JuSt _Section 504 :

The DD Att and it§ aimendrfieritS
define_ developmental diSabilitieS
and the services required for them
One requirement: of the DD act is
that every state have a protection
and advocacy syStem. (See page
28.)

This system must deal with many
problems: employment discthynna-
tion, rights to education, trans-
portation and building accessibil-
ity, guardianship, adult protective
services, relocatibh of peOple from
institutions, and rights of people in
institutions. The DD act also gives
support and technical aid to indi-
viduals and groups that work with
handicapped people and theft
needs: _

ThiS aid tan include diStuSSidri of
issues, legal action to enfOrce laWs,

public heäringS, and Coordination
of 50rViceS It cah mean helping
people learn to h_e_theft own advo-
cates or spokespeople or serve as
advocates for someone else: These
services are given free of charge.

Under SettiOn SO4 any Publit or
private building or service which
uses public _tax dollars must be ac-
cessible to people with-disabilities.
Services must be available and
physical barriers (for example, no
Wheelchair rarriPs or too-narrow
doorways) must be ehminated. All
public transportation_ must be
USable by petiple With diSabilities.
Public LaW 94=142 Eddtaticin for
All Handitapped This guarantees a
public education for children With
handicaps from age 0-21 (effective
October 1; 1980). This

requires states to provide special
education and related services to
children With Special needs.
provides financial 8s!.i5tAtite to
states and local schooi districts
to provide needed programs and
services
establkhes and protects due pro-
cess or the right to legal actibn
for parents and other advocates.

Chapter 393, Florida Statutes Re-
tardation Prevention or Community
Services Act. This law

redirects Florida treatmc Jt pro-
grams for the retarded and_other
developmentally delayed in-
dividuals to emphasize programs
to prevent or reduce the severity
Of the disability.
gives pribrity to develbping arid
using commurntv basPd place7
ments, services and treatment
programs :

provides for the operation of ser-
vices by private businesses not-
for-profit 0:30a-orations, units of
local goveinment, and other or-
ganizations instead f exclus-
ively by state agencies.
creates the Florida DevelopT
Mental Disabilities Planning
Council as an advisory body for
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programs and Services affecting
persons with deVelopmental dis-

= abilities.
There are numerous other Florida and

federal statutes which concern people
with disabilitieS and handicaps. These
laws affect the everyday lives of each of
us. A brief overvieW of theSe laws can be
found in Section 8, page 35

Parent Role: Taking Action

If your child iS to be helped, you, as a
parent, MUSt be Willing to move past ac-
cepting, your thild'S disability, past
understanding of his or her Special
hEeds, and:into the new role of taking
actiOn to develop a total life plan for
your child. ACtion is any planned activ-
ity that leadS tO -change. Now and as
your child grows, you May see much
that needs to be changed. AS the person
WhO cares thE most about _your child,
yoU are alSO the one who can see what
needS to be done. Or what must be
done.

You are vox -child's most important
advocate.,You will heed cbUrage and
stamina to take on this taSk, but the
benefits for your child will be WOrth it.
The sooner you are able to begin, the
more you will be able to do. The f011Ow-
ing steps will get you started.

1. Get information: You arid :your
child heed to know as much as pos-
Sible abOUt his or her specific dis-
ability. Ask Your doctor for pos- ,

sible sourceS Of information Use
your public library. Make sure you
understand any scientific or tech-
nical terins. If you do not; ask your
doctor Or another professional to
explain in terms you can under:
stand. Write to the organizationS
listed in this guide in Section 8.
Check any other possible sourceS
for information: Read. Ask. Dis-
cuss.

2. LOrn. Become an expert on your
thild'S diSability; treatment pro-
gram and prObable progress: If
your child needS or can benefit
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from some activity or exercise, find
out how you can help. Observe
carefully any procedures that your
Child's doctor, therapist or other
professional performs on your
child Notice how yOur child re-
sponds to certain people, the en-
vironment, and_other objects, toyS,
animals. Be a detective: the_more
you learn the more you may be
able tb help.

3. Record: Keep copies of _the infor-
mation you find about your child's
diSability. Make and keep a written
log of :his or her appointments;
evaluations and referrals. NOte the
treatment given. Keep cqpieS of all
letters about your child Ask fOr
and obtain in writing the diaghOsiS
and comments of professional5 ih-
yolved_in your child's program Of
care. Take_notes on your telephone
conversations about your child. In-
dude the date, reason forcalling,
what was said; any outcome ex-
pected. !Save any scrap of informa-
tion that may be useful later. Keep
this guide with your other informa:
tion in a file, notebook or other
Safe place.

4 Beheve. Both you and your child
ate lucky to be alive nOW instead
of even 10,years ago. Today, ped-
ple with disabilities are_ entbur:
aged and helped to lead their liveS
in the fullest way possible., Know
that your child can benefit from
the best possible care. Have faith
in yourself as you struggle_ to cope
With your own feelings while you
go on to help and Care for your
child.

5. Act. Although many people will be
inVolved in the care of your chi!d,
only one person may_be aware of
everyone else: you. Safrie_ of the
other people will be helpfUl, and
others will not. Often the quantitY
and quality of help arid SUppeirt
your child gets wiil depend bh hbvii
well you and these_ people_ got
along. But it is the parent who must
guide the child through the ser-

vices needed To be art effective
gUide, the parent must do more
than get information and _make ap-
poiritmentS In all cases the parent
must actively work to get what is
deserved and needed for the r.hild.

As your child'S case manager
you will be doing a difficult job.
You will_be putting or pulling 7-
t h e pieces of_ care together. AS
your: child's advocate, _you will
SPeak for your child's _legal and
human rights and work to get
changes that may be needed to
protect them

Finally, as your child'S Mother;
father or legal guardian, you Will
heed to make plans for your child
and hiS or her care in the event that
you die or are yourself disabled.



t--
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"joy can be real only if people
look upon their life as a service

and have a definite object in life
outside of them-Selves and their

personal happiness."
Leo N. Tolstoy
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SECTION 4: THE FAMILY

The_challenge of raising a child with a
diSability is great It may not be_all sad
or dreary, bUt it can be a difficult and
time-consuming jOb. All family members
will be _affected. Each family rneMber
will in some way also affect the child
with a disability.

Family Needs

As a family member, you may want to
meet _other families who haVe children
with_disabilities. You may discoVer that
the problems you thought were Vour
alone are shared by many. You MO find
that _the needs of your child can quickly
overshadow the needs_ of pther faMily
members: This will be harmful to all, iri-
cluding the child with a disability, if feel7
ings of resentment build up. It is a hard
job for any family to learn tO :balance
everyone's skills and needS It iS also a
job that will require shared informatiOn,
careful thought and plarming together.

Coping with other relatives may seem
impossible, particularly if you have just
learned of your child's disability. You
may need to -bend over backWardS" to
help grandparents, aunts, and undeS at
a time when you are yourself troubled.
Some relatives may never accept your
-child. On the other hand, given a chance
to adjust, your relatives can be a
valuable support System

Family Rights

A family also needs to know what its
individual members' rights are. Each per-
son must understand that living with a
child with disabilities doesn't take away
the basic rights of other family mem-
b66. Each person has the right to go on
livitig his or her own life; to work and
play, to laugh, love and be _loVed
apart from the child with disabilities,

_It is especially important that the care
of the child with a disability be shared
among all family members, not just one.
Your child will learn much from the
variety of interactions that come from
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being cared for by different people
Other family members will benefit, too.
The direct, personal contact with the
child:s care will help each family
member tb better Understand the prob-
lemS CatiSed bY the disability and to ac-
cept the -child with his or her limitations

iogether, a family can create the kind
of home that will allow the child with a
disability to learn and grow_ in comfort
and security. In such a home, each fam-
ily member will share in the joy of daily
surcesses and triumphs as well as the
pain of failure and unmet hope

Family Role: Support for tlw
Developmentally Disabled Child

For the rribSt Net, your child will learn
about the world Ou6ide from eaCh Per-
son in the family. If they are afraid, YOur
child will learn t ear. If they are embar:

rassed, your child will learn that he or
she is an embarrassment. If they are
patronizing, your child will learn that he
or she is to-be pitied

k.,rf the other hand, if they are cheer-
ful; he or she will learn to be cheerful
too If they encourage, your child will
learn hope. If they love; so will your

This may seem overly simple but, we
do learn to be human,_ and our family
members are oor _first teachers.
(Buscaglia; 1975) And, as the child learns
What it iS to be human, the rest of the
faMily learnS what it is to be more
humane

Basically, the family IS a training
ground for your child. Your safe home,
where your child's basic needs aro met,
iS also the place where he or she will ex-
PeriMent With _behavior and feelings.
what yoUr child learns at home from all
faMily MeMberS Will be the foundation
for hOW he Or She will behave and feel in
the outside world.

13-etaus0 of this, the family plays a
vital role in your child's development
and growth. The family, as a unit, will be
tne first _to teach, your child to be
human, to build his or her unique per-
Sonality, to develop a positive self_im-
Jo, to IOVe, and to_face_the ever chang-
ing _outside world It is from the family
that your child will learn and experience
that, even with severe disabilities, it is

okay to be exactly like he or she is.



"Hope is the beginning of
plans...."

Norman Cousins
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SECTION 5: GETTING
STARYED WITH
PROFESSIONAL HELP

As you read this guide, your child will
probably be in one of these stages along
the way to getting help:

1. Newborn Physical problems are
already present: open spine, arm or
leg malformation, cleft palate,
Down Syndrome, or other prob-
lernS.

2. One - three _years You may no-
tice signs that your child is de
veloping more slowly than other
children the same age. (See Grow-
ing Chart; p. 6.)

3. At or near school age ------- Many
small or large signs may Signal a
problem to parents or teacherS: dif:
ficulty in getting along with other
children; inability to follow direc-
tions_ or pay attention; inability to
tell the differenCe between certam
shapes and SobridS.

It's not easy to accept that your child
may be different from other children at
any age. Getting started may be easier,
however, if your child is at the first or
second stare.

A physical problem may need im-
mediate attention. Decisions about what
to do may need to be made quickly,
sometimes without much information.
StithetirneS; doctors orother profession-
als may even suggest that you not allow
treatment for your -child.

Making Decisions

Some hard queStions which might
help parents who must make decisions
about whether to treat a child with a ser-
ious disability might be:

- What are the chances my -child will
die without treatment? Who will be
responsible?

- Can treatment be given with equal
benefit at some other time?

_ Will my child suffer? How will I feel
about that?

- What will cause the least harm and
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the most benefit to my child? To
MySelf? To OUr family?

Fortunately, in nearly every Case now
there is hope for the child'S life. NIkv
parents may want to :ask the hospital
staff to put them in touch with other
pareritS Of children with birth defects:
ThOSe parents can WO You think
through the earlieSt citleStionS.

If your child iS 5lightly Older, yob May
not know what the extent of the dicabil-
ity may be: You may even be afraid to
find out. Remember tha:. a_child's hand-
icaP aCtually may be reduced if tlie
-child gets the -right treatment or training.

stage thrCe iS USUallY the hardest
ribint to enter a Service system of places
and _people that may inclUde sChdols,
teachers, tests, psychologiSts; counSel-
ors, therapists and medical services.
Often these people and their ServitéS
will disagree Oh their, assessnieritS of
what your child's needs are_They may
suggest different programs for his or her
care. This can be very confusing:

There are some basic steps to expect
and to_ plan. These steps may be differ=
ent for every family: _They will usually
include medical care, education and
training programs; and support for the
familY. Sbme of these basic steps are
listed below.

If your child is very young:
Get any medical care needed fOr
your child.

- Learn all you can about your -child's
disability_ _

Make appointments with a clinic or
doctor to find out more about your
child. Ask your doctor to help.
Begin asking questions; find parents
of children with the same disabil-
ities.

_ Set your own limits to safeguard
your health.-

If your child is older:
Get _ an : evaluation or screening:
Health departments may refer you
to the special education department
of your school system.
Keep in touch and follow up on any
program that is planned for your
child:

Seek out an advocate or contact
person on whom you can rely.
Recognize your importance to_ your
child's progress. You are parent,
care cobrdinator, and spokesperson:
YOUr continued involvement is vital.

In Sedibri 3 of the guide there are
More SüggeStiOnS on how to get started.
These first StOPS can be difficult and
even paihful. Yet they can lead to a
richer and more satisfying life than you
ever dreamed was possible.

As a parent; you fa1/4..e what may seem
like a Maze -of services and people: This
is Ori-e reasbn why it iS So necessary that
you take seriously your rble in Securing,
coordinating and monitoring your
child's care.

On Pages_ 22 and 23 is a chart, de-
Velbped bY the Maryland State Planning
COUricil On DeVelopmental Disabilities,
which Shows some of the many services
and where they may tit into the life of
youi child and your family. Many Of
these services will be repeated at differ:
ent times and places; many will be used
continuously.

The chart is intended to give you a
broad overview of what you can expect.
Same definitions and more detail will
follow in Section 6 of this guide.

Diagnosis, Evaluation and
Referral

Getting help starts when you find out
what the problem is. This is called a
diagnoSiS. Specialists from different
fields Will want to test and examine your
child. When they have dOrie thiS, they
will make their diagnosis and talk With
you about what can be done.

There are several ways you can get an
evaluation and diagnosis of your child
and his or her disability. You may want
to start by seeing your own doctor or
aSking for a referral to another
specialist. You also can contact the
IOCal deVeiOPMental services office:of
the Department of Health and Rehabil-
itative ServiceS (HRS) for referral to their
Diagnostic and Evaluation Unit.



You also can find out about _the _ser- , A Word of Caution : : :
child is the story of Christy Brown; a

vices in your area by calling the Focal of- ' severely disabled_ man with cerebral
lice of your: ;

I No matter how many so-called ex- , palsy. _Because he could not com-
COunty SChool Board perts see your child, none will ever be as 1 municate in any way as a child, doctor
Association for Retarded Citizens / familiar with him or_her_as you are. You after doctor insisted he _was mentally
Florida will be able to recall and relate your ; retarded as well as physically disabled:
Florida Epilepsy Foundation child's growth and development pattern. I His mother refused to accept this diag-
United Cerebral Palsy You will know his or her present per7 nosis_and continued to look for ways to
Florida Society for Autistic Citizens fOrmance better than anyone. You will help her son. Today; writing with his left
County Head_Start Program know how your child eats, sleeps plays foot, he iS the Successful author of
Spina BifidaCoalition of Florida and works. Many_ children with disabil-

I several books, including one titled My
Easter Seal Society ities have been able to learn and live full Left Foot.Once you and the professionalsknow lives _only because _a parent refused to

what your child's disability is, a plan for accept a wrong _diagnosis for the child The Team Approach
care and treatment can be developed. and continued_to_seek help.
This plan will include the physical, If something _about a _ diagnosis or
social and emotional health of your treatment program itrikes you as not
Child. Since you are the one who will , right for your child, discuss it with your
choose the plan that best meets your doctor or other professional. Tell why
child's needs, be sure_ that you under- you believe there is a problem. (Doctors
stand exactly what is planned. If you are are people too, and anyone can make a
not comfortable or do not understand mistake!) If you still have doubts, ask for
some of the technical words used, be a second opinion or a third. Trust
sure to ask questions. yourself and what you know to be true

Below are some of the words which about your child. &life may be at risk.
you may hear when discussing services I A most compelling example of a
for your child. I parent's unwillingness to give up her
Audiology. training tor hear-
ing probk,ms
General Pra,:tice Iradmonalk. the
Ser.\ l«)s d tdMlI\ d()) f()( 1.)0)'Is f()
the pri ate ()Pk cs (it a do( tor trained in
general rii.i iii r corneorpeS internal
medk 11_1(' ',0111HINIcs thls 00( tor %%ill

help the patient_ Or tannl% _manage
health_problems I his do( tor w I ( II n

spe( ne«.ssar%
Habilitafion iimhinatron ot treat-
ment and thedip required tri helji
chdd or young person quire skills
ne( t i rv to_ r-_,,r(.m up to be as indepen-
dent ds_00,s11)1()
Internal Medicine Spe( Id traming
which covers most medic dl problems ws
cept surgery
Neurology Spoc dl training _which
studies problems and diseases of the
nervous SyStem.
Nutrition Science dealmg wrth diet
and proper toods to eat tor health and
for special medical «mditions.
Obstetrics Special training in preg-
nancy and childbirth_

Occupational Therapy. . spe(
therapy to help people wIth d
(leVc1()0 s. Ilk lle( N) Iletr. work
,1nd (.%cy (LIN lilt,
Ophthalmology pt.( 1.11 training to,
Il iblems wrth e% es I his do( tor rd.r.

operati. ihe
Optometry training, lor te-a
mg eves ,ind writing orders tor glasses or
( onta( t lenses
Orthopedics Spoi i,11 trainin %1Ii h
tocuses on the skeletal system
Otolaryngology Spe( 101 .traming tor
prOlems ydr, nose_and throdt
Pediatrics Spe( iiI tcoming in the
medic al problem< ot C hrldren trom Imt
to_ MenageNears
Pedodontics .SpPc ial tralning iii liii
dreWs dentistry.
Physical Medic;ne and Rehabilitation
Siwcial training tot doctors in the treat-
ment of physic al disabilities
Physical. Therapy Spe( il training to
use heat, massage_ and exr I to im-
prove muscles in the bOdy and improve
coordination

When you_ first begin to look _for heip
for your child; the team that provides

, services .or treatment may _be just you,
; your child and your medical doctor.

Eventually, depending on the specific
needs of your child, the team may grow
to include_ a medical social worker,- an
occupational and_ physical therapist, a
psychologist; teachers; a speech and
language pathologist and a_ number of
medical specialiSts. Each _of these pro-
fessionals will be more or less helpful to
Podiatry_ rtI training tor prOb-
lents (Lt the teet
Psychiatry ;)oc 111 training to treat
inental dnd emotional problems Do( tor
( In pres( rihe (Irm4s drid niedir al treat-
Merit
Psychology i,d training tor
mental and emotional problems Does
not in( lude ores( riblm-4 dr(10,s ()r nmdir
t Hit men t
Rehabilitation A ( onthination of all
kinds ot treatment ,rnd therdpv required
to-assist the person v%ith disabilities to
get or regain skills necesai; to be 1 in-
dependent as _do,.sihle
Speech Therapy --- sp,.( 1,11 therapy for
speec h problems or learning problems.
Urology i)e( iii training in problems
ot the urinary system
Vocational Rehabilitation Special
therapv to help the person with dis1bil7
ities sele( t ,kr) 0( ( u)at i)n Or areer and
learn thc tasks ne«ssar to perform in a
ibb. Inc ludeS ounseling on how to find
a Job.
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your -child, deOnding on the services he
or she needS. For example, for a child
who is:missing a leg, emphasis would be
placed on medical, psychological and
rehabilitative educational programs.:

The best way to provide these services
is through a team_approach, coordinat-
ing efforts and working together. linfor-
tunateiy;_ this_ doesn't always happen.
The medical doctor may _not _know what
the speech therapist _is doing. The
speech therapist may not know what the
classroom teacher is _doing. Arid so on.
No wonder: close cooperation is fre-
ciiientlY hard to come_ by! .

This situation may be made worse by
the doctor or specialist Who believes
that_what he or she is doing is the most
important part of your child's treatment
program. One of your many tasks will_ be
to make sure_that yourchild is viewed as
a person and not as a limb, a reading
level, or a task:

As soon as _possible_ the _treatment
team should also include your child. He
or she deserves to be a part of the
decision-making process.it may be nec-
essary tO translate or explain what is go-
ing on- in terms your childcan easpy
understand, but it will be-well worth:the
effort to allow your child some control
óver_his or her life: As he or she matures,
and if he or she is _capable of doing so,
your_ child may well take over the coor-
dination and management of treatment
and care. For right now though, you will
be the one who_ makes decisions as you
seek and then follow a prescribed treat-
ment program.

A System of Services and Support'
This-chart gives- an overview of services

and supportneeded through several stages
of a -child's life. Most of them areiservices
provided by agencies and organizations.
You will find more information about these
onAhe following pages:

Some of this support is_more personal._ It
has- boen discussed earlier in this guide.
Both kinds of service _and support are im-
portant to your child: They often work
together and are necessary at the same
time. As you will see, most extend over a
lifetime.
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Type of Services Infant (0-3)

EDUCATION !nfant stimulation
Early intervention

Programs from local education
agency, voluntary associations,
or health centers

HEALTH CARE Your doctor
Your health departMent

Well baby clinic
Early medical treatment
First diagnosis/evaluation

Genetic counseling

FAMILY SUPPORT Extended Wray and friends
Parents of other children with

disabilities
Respite care

Baby sitters
Day care

OTHER COMMUNITY
SERVICES

Parent organizations
Financial aid

*Developed by the Maryland State Planning Council on Developmental Disabilities.
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Early Childhood (3-5) Childhood (5-12) Teen1 Adult (13 and up)

Pre-School
Public
Private centers with compre-
hensive early training
programs

III Day care
Early screening for school place-

ment

III Placement in regular programs
Placement in special programs
Development of

Individualized Education
Program -- IEP

Special education
division of local education
department

Private schools day or
residential

IN Continued screening and eval-
tion local education agency

Placement in regular or special
public school programs

Vocational training
Activity centers
Training centers
Workshops for

job skills
life skills

Comprehensive diagnosis / eval-
uation
Clinic or private doctors

III Continued treatment

Continued family / friend support
Respite care
Family counseling

Follow-up evaluation
IIII Continued health care including

mental health.service

IIII Continued health care, evalua-
tion and treatment

Continued family / friend support
III Respite care

Counseling
Residential facihties

Private
Public
Community-based, away from

home

Continued family support ser-
vices

Future placement arrangements
Independent Living
Group homes
Community residential

alternatives
Residential facilities

Continued parent organization
_support

Continued financial aid
DaV tare
Foster care
Adoption services

Continued parent organizations
Continued financial aid
Recreation
Church
Clubs
Transportation
Advocacy system

Legal rights

30

I Parent voluntary groups
Financial aid
Continued community services
Advocacy system

Legal &d
Planning wills / trusts
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"Courage-is not, the absence_of
fear; it is the making of action in

spite of fear."
M. Scott Peck, in

The Road Less Traeled

31
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SECTION 6: FLORIDA
SERVICES

In Florida, the Department of Health
and_ Rehabilitative Services-(HRS) is the
state agency. primarily_responsible_for
the:evaluation and:treatment of persons '

with developmental disabilities: HRS
meets this responsibility by prov6Ing
services locally through its regional of-
fices._ Because of the size of our sidte
and the number of Services needed, HRS
divides the state into 11 districts. Each
disttict may serve one or mere counties.
Adirectory_ of these clic:Has and the
counties included in each r_an be found
on page 29 of this section.

HRS provides services_ grouped into
specific program areas. These areas are: !

Aging and Adult Services
Alcohol, Drug Abuse and Mewal
Health
Children's Medical Services
Children; Youth and Family Ser-
vices_
Developmental. Services
Economic Services
health
Health Planning and Development
Medicaid
Vocational Rehabilitation

A -complete list of specific services.of-
fered within each_program is included
for your information in Section 8, page
34: of this guide lt isnot necessary_for
you to contact a specific iprogram office
or to know exactly what services- your
child-may need. Simply call or-write the
District Administrator- of the..district
office nearest you and you will be re-
ferred to the appropriate "program
office. Or; you may call- the Develop-
mental Disabilities Planning Council at
(904) 488-4180 to ask for _assistance.

Other services and: treatment pro-
grams are..provided_. by not-for-profit
agencies, county__public__hea_lth units,
voluntary_ agencies,_ associations; local
school_ districts:, and _other_state. gen-
cies: _The names_and addresses of some
of these are included in the next few
pages.

Medical I Health Related Services

The associations and corporailons
listed below offer a wide variety of pro-
grams and services; from advocacy as-
sistance to treatment programs. Some
are related to a specific disability, others
are more general. Most offer informa-
tion and referral services as part of.their
programs and can direct you to other
agencies in your immediate location.

American Diabetes Association
Florida- Affiliate; Inc.
3101 Maguire Boulevard, Suite 288
Post Office fkik 19745
(305) 894-6664

American Heart Association, Inc.
Florida Affiliato Office
810 63rd Avenue North
Post Office Box 42150
St: Petersburg, Florida 33742
(813) 522-9477

American Red Cross
National Headquarters

.17th and D Stteet, N.W.
Washington, D.C. 20006
(202) 737-8300

(Also; you may want to check your
local phpne airectory under Ameri=
can Red Cross.)

ArthritiS Foundation
Florida Chaptet
3205 Manatee Avenue West
Bradenton, Florida 33505
(800) 282-9487

Associajon for Retarded Citizens
Flôrida

106 North Bronough; Suite M1-7
Tallahassee, Florida 32301
(904) 681-1931

FlOtida Association of Rehabilitation
FatilitieS

124 West Jefferson Street
Tallahassee, Florida 32301
(904) 224-3660

Florida Easter Seal Society
1010 Executive Center Drive,

Suite 101
Odando, Florida 32803
(305) 8%7881

Florida Epilepsy Foundation
Post Office Box 6059C
Orlando, Florida 32853
(305) 422-1439

Florida Society for Autistic Citizens
1523 Julie Tonia DriVe
West Palm Beach, Florida 33406
(305) 965-0409

Leukemia Suciety of America, Inc.
National Headquarters
800 2nd Avenue
New YOtk, New York 10017
(212) 573-8484

March of Dimes Birth Defects
Foundation

Regional Office
12550 Biscayne Bbulevard
North Miami, Florida 33181
(305) 895-2856

Mental Health Association of Florida
Post Office Box 11068
Tallahassee; Florida 32302-3068
(904) 877-4707

Muscular Dystrophy Association
1301 Seminole Boulevard, Suite 105
Largo, Flotida 33540
(813) 585-5446

National Kidney Foundation of
Florida, Inc.



1 Davis Boulevard, Suite 304
Tampa, Florida 33606
(813) 251-3627

National Multiple Sclerosis Society
Area Office
1522 Roswell Road, Stiite C
Marietta, Georgia 30062

_ (404) 977-1002
Spina Bifida Coalition of Florida

9% Florida ToWnRoad
Pace, Florida 32570
(904) 994-4001

United Cerebral Palsy of Florida, Inc.
Post Office Box 6476
Tallahassee, Florida 32301
(904) 878-2141

Upjohn Health-care Services
Florida Regibri Adeninistration
Post_ Off ite BOx 2607_
Winter Paoc Florida 32790
(305) 629-0636

Edur

Many children, with disabilitieS will
spend their educational lives_ in_special
programs or classes. These programs fall
into five basic types.

1. State schools for the diSabled for
those children who are blind, deaf,
have cerebral palsy or other e%-, oeis

disabilities.
2 Segregated schools in which chil-

dren With ail types of physical and
Mental diSabilities within a given
aeoa in a cOrrithunity are bused to
and educated in a single segre-
gated facility.

3. Segregated classrooms are located
within a regular elerneritarY or Sec-
ondary school and made bp Of chil
dren _who have the same or similar
defects. Far example, all children
with mental retarxiation, will be
taught together in a regular school
but in a "special" class with a spe-
cialist teacher for the full School
day.-

4. integrated dassrooms usually offer
a special class for a particular
problem in a regular school. The
children are in this class for only
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part Of the school day, joining
other studentS for some school
subjects._For example, a child Whip
has _mental retardation may have
an academic class in a special
classroom but_ioin students with-
out disabilities tor art, physical
education, shop subjects or music

5. Itinerant programs_ will_ serve a
Child who has acquired special
Skill§ Which allow him or her to
handle a regular school program.
For example, a child whci is blind
wifl need to read, write and type in
Braille before _being placed in a
regular class at the appropriate
geade leYel. An itinerant tear ner,
trained in Braille; will visit the
child regularly tb lbcate books in
Braille, to transcribe special mater-
ials; or to help with any problems
between the child and the regular
teacher. Otherwise; the child func-
tiOns in the same way as other stu-
dents. Children with specific learn-
ing disabilities and who have no
other obvioUS PhYSiCal impair-
ments are !often placed in pro-
grams of this type.

All of these programs are offered it
differenflevels, depending On the ability
of the individual student. Placettient and
follow-up services (which "follow"_ a
child to be sure a placement is right for
that_ child) are offered_ through the
public school system in Florida. For in-
formation on education and related Set.=
vices you may wish to contact:

The Bureau of Education for
Exceptional Students

Florida_Department of Education
Knott Building
TallahaSSee, Florida 32301
(904) 488-1570

Florida Instructional MatOdials
Center for the Visually
Handicapped (F_IMC)

5002 North Lois Avenue
Tampa: Florida 33614
(800) 282-9193

Captioned Videotape Project for the
Hearing Impaired
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Florida School for the Deaf and
1_ Blind
Post Office Box 1209
St. Atigustine: Florida 32084
(904) 824-1654

FSDB Outreach PrOject
Child Study Cent-r
Florida_School for the Deaf and

Blind
POSt Office Box_1209
St. AUgUStine, Florida 32084
(904) 824-1654

Division of Blind ServiteS
Florida Departme-nt of Education
Knott Building
Tallahassee,florida 32301
(800) 34,2-1828_

Division of Blind Services Library for
the Blind and Physically
HandicapPed

POSti Office Box 2299
Daytbha BeaCh; Florida 32015
(800) 342-5627

Manderfield Industrial Training
Laboratory

401 Platt Street
DaVtoria Beach, Florida 32014
(904) 252-4722

Many of the agencies already_ listed ih
the guide offer support services to fam-
ilies with children_ vvho have disabilities.
You also can find out abbut other pro-
grams and services by cOntacting the
agencies and Organizations below.

Florida Council of Handicapped
Organizations

Post Office Box 2027
Satellite Beach, F lorida 32937
(305) 777-2964

Head Start
Humanics Associates
Florida Office
255 WhoOPing Loop: Suite 255
Altatribrite Sp_rings, Florida 32701
(305) 834-6538

Parents Anonymous of_North Florida
Mt Vernon Sqbare, Suite M
1106 Thomasville Road
Tallahassee, Florida 32303
(904) 224-8481

Or



Parents Anonymous of Gulf Coast
Post Office Box 10087 _

Bradenton; Florida 34282
(813) 746-1904
National Hi:Aline =_ (800) 421-0353

AISO, check the list of HRS services in
Section 8 to see if a specific HRS pro-
gram area may be helpful

IT ( On011)1( (.r" VI( es

Earlier _in this giiide you found a
numl of possible sources Of financial
assistance to help with meeting your
child's mcdical _treatment expenses.
Often_ the !financial burden of a child
with disabilities creates a drain on other
areas of your budget as well. if you need
help_in meeting youreveryday expenses,
the_ Department of Health and Rehab-
ilitative Services (HRS) may be able to
help:

-Some Of the _economic services ad-
ministered by the HRS District Office
Which serves your county include:

Aid tO Families with Dependent
Children

Food Stamps
Refugee Assistance Program
Low-Income Energy Assistance

Program and
__ Work Incentive Program
If you need assistance, contact your
HRS District Office (see page 29):

Community Assistancc

For several _years now bofil state and
federal efforts at serving persons with
disabilities and their families have been
directed _at helping the dkabled to re-
main in the community. To do this; both
the federal and state governments have
developed and continue to simport a
number of community-oriented services.
These services help to make it possible
for _a person with disabilities to live,
work and play in a comrlunity setting:

Transportation

Getting places is a problem often
brought up by parents and individuals

with disabilities. Sometimes, even when
services are available in a particular
area, they are of no LiSe to a person with
disabilities because he or she is unable
to get to them.

In many communities, both public
and private organizations provide trans-
portation to schools. workshop_s. recrea-
tion and medical facilities. Sometimes
agencies arrange for buses or car pools
using specially designed vans. If public
transportation can be used, some agen-
cies may provide the fare. There may
even be a business in your area that will
provide transportation for your child for
a fee.

All public school_ systems must pro-
vide free transportation, to and from
school; to children with disabilities
which limit free physical movement
Some Florida counties have special
transportation services. For information
call your local school system transporta7
tion department or your county social
services unit.

Recreation

Recreation includes many different
activities that will greatly benefit your
Child: physical exercise, socializing.
playing, and generally having fun. Your
child is entitled to recreation programs
and the use of public _recreational
facilities just as other children are.
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Remember that these programs . and
facilities are paid for by your taxes or
organizations that are _bound: by non-
discrimination laws and practices. You
may _have to insist th8t your -child be in:
cluded; but to do so .is certainty your
right_ and is in the best interest of your
child.

Man_y. _groups_ al_ready have special
programs to _meet the needs of_children
with:disabilities: Others have programs
which group children with similar dis-
abilities together. For example; your
lOcal YMCA-may sponsor a summer day
camp for children who are deaf. Or your
area may have a Scout.troop for those
children whp ar_e confined: to wheel-
chairs. Check with your local groups or
clubs to see what is being done. If nei
programs are under way, ask the group
to_start one.

You may also want to_ contact your
county. recreation _department for in-
formation about any.special..orograms
they may sponsor, Phone numbers may
be found _in the telephone book under
your local government listing.

Some programs are just for those
dre_n.who have_ disabilities. The Florida
Special Olympics is one of_ these pro-
grams._ Held throughout the .. year, the
Specia_t_Olympics_ges children who are
mentally retarded ach_ance to compete
for awards _in physical events such as
swimming, basketball, volleyhalt, track
and field events in county, district and
state games.

For information, contact the physical
education teachers in local special
education schools_ or write_ to

State Special Olympics Headquarters
2639 N. Monroe Street; Suite 151-A
Tallahassee, FL 32303
004) 385-8178
Summer :camp programs, bOth_ day

and overnight, are designed for children
with __disabilities and give children a
chance-to explore a new environment
and to_get along without _a parent. They
also allow the parent(s) a chance to have
a vacation.

Persons with disabilities _may form
their own group or club fOr the purpose

27



of socializing, eating out, dancing, going
ort trips, etc Some private companies
speciahie in arranging trips tor people
with disabilities_

All of these._possibilities may requiie
some extra effort or your part But play-
ing and being with friends is an impor-
tant part of being a child. Other parents
may be a good place to start your sear( h
to find recreational activities suitable
for your child SOrne Of the Sources al-
ready listed may be helpful, too

Rehgicit..i-, -Training

Both_children .and.adults With diSabil=
ities will benefit trom religious eduCa-
tion and participation in religious ser-
vices. People with disabilities have the
same feelinw val_UeS ond spirituarneeds
as_ ariyOhe elSe Grbwing Spiritically is a
vital port of every perSon'S development
and_is _no difterent in a person with a
disability.

Hopefully; _your_ _minister, priest_ or
rabbi is _ilre ad' t amihar with meeting
the spiritual needs _of people with dis-
abilities If not, perhaps he or she will be
willing to learn more about disabling
conditions to be better able to serve
your child

_SOme ASSoCiations for Retarded Citi-
zens have __sponsored spec i ml programs
io involvehoth lergy and c_ ongregatmn
with people with disabilities. Your local
associatibn n.aY _he able. _to provide in-
formation, guidelineS and Materials fbr
training members ot you! ( hutch tci pro=
vide religious education and servi«.S to
your child:

Et-hPloy ment Options

Today, riitire than ever befOre, your
child can kiok forward to SeYeral Op-
tions for both finding and keeping a job.
Depending on your child's specific dis-
abihty; these options range from
sheltered workshops: to _modified or
adapted wOrk stations in_ a regular em-
ployment situation: In tact; your child
May Well be able to assume financial re-
sponSibility for part or all of his or her
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care,_ Your child will_ haYe the Opportun-
ity to lead a productivejull arid satisfy-
ing life including having a paying job

if special care and training begin _at
an early age and are c ontinued as long
as necessary._

lob__ specific training is available.
through your public school systenl and
through yor ational rehabilitation pro
grams offered by the. state or private
agencies

Industries ot _America is an
exAmple of an agency that play both
train and employ people with diSabil-
ities: For intormation_ on the agenc y
nearest you call or write:

Goodwill Industries of _America
9200 Wisconsin Avenue
Washington, D C 20014
(301) 5.30-650()
Fcir aSSiStance in exploring employ-

Ment options for your child contac t yOur
hool ,ystem or the HRS DiStric t

Office serving y:_jui. area.

Alternative Living Arrangernent,;

Keeping yOUr hdriie or in a
home-like envirdimient While he oe She is
very youn:4 1:s:thought by many p-cirenk
and :professionals to be _best .for the
Child During this period when your child
is grdWing and learning so much, you
and yopr tomily can_provide tor most ot
Yblir hild's needS. MariY agencies-% ako
provide serviceS in the community_ to
help in your (1100 to keep your childiat
home. These community serViceS in
dude day care, respite care, intant
stimulation and school programs.
_ Yet even _with these service! some
parents cannot manage at home. You
moy need some other alternative. You
Might CtinSider PlaCing your child in
foster Care 6r in arm adOptiVie home.

. Gr you .may_consider placing yObr
child in a community-basA residential
prOgram or group:home for children or
adult§ Who are PhY-Sically or mentally
handicapPed.. Here YOung Peo:ile can be
with friends their_ OWn ago, ma:ntain_ a
normal daily routine,_ arid still get the
supervision and care they need.

Voluntary agencies may be able to
provide assis_tance in -finding a group
ho_me _So will your HRS District .Office,

I malty, an _institutional residential
program may_ be necessary. You may
want to consider both private and public
facilities. In general,_ very_ young
children are accepted: into public facil-
ities only it they, have __very_ serious
medical or behavioral problems..Private
facilities may be able to accept your

,birt they are usu_ally very expen,
sive 1 he current trend iri_FIO-rida and
other st-cites, is_ away from large inStitu-
-lions In fact, two of lloilda's six_ institu-
tions already haves been closed and
residents moed to smaller community
fac

I or Information on state residential
facilities «intac t the FIRS District Office
serving your area

Legal Aid

Sbunistinies, even with the number of
state _and federal laws, people with

and their tannhes need to de-
fend their right S tri rec eke needed Ser-
vices.

If you feel that your c hild is not being
treated equally, there are -many steps
you c an take. These steps may indude
omplaints to appropriate boards, alp:

peals and grievan«. procedures If you
still _are mit satiSfied with Viair hild's
treatment program, you may require
legal assistance

In I lorida if you need legal help, you
can contac t the Statewide Human
RightS_ AdVdCacy Committee (address
and phone number beloW) for_ help; Or
you can c all or yvrite one ot the state-
wide legal services listed beloW

Statewide Legal Assistance or Referral
Services

-

Statewide Human Rights Advocacy
Committee

1317 Winewood Boulevard
Building 1, Room 310
Tallahassee, Florida 32301
(904) 488-4180

Florida Bar LaWyer Reterral Service



The Flbtida Bar
Tallahassee, FlOrida 32:20143226
(800) 3424012

Florida Commission on Human
Relations

325_ John Knox Road, Suite F-240
Tallahassee,- Florida 32303
(800) 342-8170

Florida Justice Institute, Inc.
1401 Amerifirst
One S F. 3rd Avenue
Miami; Florida 33131
(305) 358-2081

lorlda Legal Services, Inc,
226 West Pensacola; Room 216-218
Tallahassee; Florida 32301
(904) 222:2151

Governor's COrtiOSSiOn On AdVbcacy
for Persons with DevelOpmental
Disabilities

Office of the Governor
The Capitol
TallahaS See, Fldrida 32301
(800) -342-0823

Southern Legal Counsel, Inc.
115 NI: 7th Avenue
Gainesville; Florida 32601
(904) 377-8288

You m_ay also want to get_:.a copy of
Th0 Piti BtThb Ditectbry from The Fldi-ida
Bar. The lirectory_ is a _complete liSting
of low_cost and _free asSiSiance.
Send_ your_ request

LegalAssistance Project
Department of Public Interest

Programs
The Pro Bono Directory
The Fldifida Bar
Tallahassee, Florida 32301
(904) 222:5286

HRS District Offices
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"The real we-anirig (,t lite
to give oneselfto a cause

that vvill ouflast
Jarn6
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SECTION 7: FACING YOUR
FUTURES TOGETHER

TharikS to recent changes in laws and
the aYailability of more information,
Spciety iS now more wilhng to accept
children with diSabihtieS and their
families for What they are: peoPle with
hopes and needs indch like everyone
else. And, as -mote and More emphasis is
placed on community services instead
of state schools Or residential facilities,
the child or adult with disabilities is able j
to function more successfully in a "nor-
Mal" environment.

ThroughOdt this guide you have read j

about what kin& Of eVents _you can ex-
pect for your child and what Services

j

you can find to help_ deal with your
,

Child's sPecial needs. It may be easy to
get so involved with day-to-day care that j

you forget that there really is a "bigger
picture," a life fOr ydd and your child
apart as _well as together This section
will explore a few of these future areas
for you and your child.

Adolescence and Sexuality

Even if your child is yery young, you
can see frequent Signs that he or she is
growing_and changing. Ybd MO notice
the increases in weight, or mobility, be
efforts_ to talk. You may observe your
-child developing o unique personality.
Or yod inaY be aWare that clothes are
outgroWn _Mbre quickly. At any rate;
your infant will one day be a child, who
will one day soon be a teenager
and Ycung adult.

What _can you expect as your child
matureS? TO begin with, a child with a
disability follovi/S the sarel6 development
schedule as any other child, except that
it mayitakeimare time to advarite from
one stage to another. During
adolescence, the developmental tasks
foe all Young people include strengthen-
ing a Sense of identity, assuming the ap-
probriate male or female sexual role,
and achieVing some measure of in-

dependence (de la Cru.-i arid LaVeck.
1973)

Many people _hiive great diftitdIty
with the behavior of their children due=
ing adolescence, particularly cJiith the
area Of a Chircr S developing sexuality:
When the -child iS Mentally or physically
disabled, dealing with Sem:Jai feelings
and behavior may _be_ even rtioe6 dif=
ficult. It helps to remember that sexualj-
ity is a part of all human development
and should be considered a normal part
of growth.

Sometimes a Conflict develops be-
tween the rights and needS of parentS
and the rights and needs of children. AS
a_ parent you may be afraid of youe
chi'J's sexual interest or activity. Yet
your child has a right and need to ex-
press sexual feelings, in both physical
and ernotional ways: You may want to
protect your child from harm or
criticism by the community. You may be
afraid of pregnancY;_ abuse or exploita-
thin of your child. Oe you May believe
that your child_may simply nOt be cap-
able of managing a relationship that
might possibly include sex

Your child may share your fears, but
learning to cope with hiS br her own sex-
uality is an iMportant Step in the learn
ing process. ObviOUSly, there are real

J

issues to be faced as your child matureS.
Yet there are no easy solutions.

Happily; there is much more opermess
today about these issues. Some organi-
zations that -Yor_lc Withchildren and
adults with disabilities offer Workshops
and discussion sessions abodt Sexuality,
birth control, rights and privacy, instruc-
tion about sex, marriage, having Children
and parenting. Your child's eddcational
program also may cover sortie of theSe
topics.

Or, once again; as a parent you mA/
need to find new sources of information
that Will help you and your child
through this time.

Adult Relationships

The problems of day-to-day living
Which come with a disability are often
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time-consuming, frustrating _and com-
Plex In spite of these daily challenges,
there are many people with serious dis-
abihties who not only manage to survive
but do so as capable, proi.id and happy
individuals

The world of a person With diSabilities
is made up of people -_ family, frieridS;
teachers, therapists, doctOrs and brief
encounters with strangerS. Siornetinies it
may seem tempting fOr both the perSon
with a disability and the _parent(s) tO
keep other people out; but no person,
diSabled or not, can live alone: The inter-
attion of people is important to your
child's eyentual acceptariee as a Part of
your community.

Once your child reaches adulthood,
he or she may want to live apart from
you and other family members. There
are Many safe ways for him or her to do
this and the rewards in self-eSteerri and
independence are usually large.

As an adult, the person with a diSabil:
ity will continue to need people. includ=
ing a supportive family, as well as
friends. His or her adult relationships
May even include marriage and a family.
While it is true that limitations may
Corne from disabihties; it is not true that

perSbn With a disability must be a
limited perSon This is particularly mean-
ingful when it conies to the relationship
of one adult to another.

ErtiplOyrnent / Financial
lndePendence

An adult with a disability may have
some difficulty in finding Or keeping a
job, but this is mostly due to the pre-
judice of employees and/or co-workerS.
This, too, is changing as more in-
dividuals with disabilities enter the work
force and function successfully on their
jobs.

AS Mentioned earlier in this guide,
youe Sbn or daughter has the right to
work at a job OI his or her choice accord-
ing to abilitY. There are many opportun,
ities for ernployment, many jobs that
can be perforrned eaSily by a person
with a disability. AS a parent, you can
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look_ forward to a time when vour child
Will be at least partially self-supporting.

Building a IL ife For Yourself

One of the best things you can do tor
your child is also the best thing to do for
yourself: get on with life. Certainly, you
Will have to adapt to the deMands and
needs of a child With diSabilitieS. _BLit
that doesn't mean that ybui Must aban-
don your life as you knew it befote you
were aware of your child's disability. By
Making use of the many_ services
available to you, your child and other
family members; each person in your
family will be better able to lead his or
her oWn life.

If you___ate thinking abOut having
another child, you may be worried about
your chances of having another child
With a _disability. _This is a natural con-
cern that may be removed through
"genetic'' counseling. A genetic clinic
studies the__ genes in he _body's cells.
Often:a disability is passed from parent
to_ child by a certain gene_ or found in
MiSfdirned cells._ A genetic study can
help _parents_ understand the risks they
may take if they decide to have another
child. It i5 then up to the parents them-
selvps_whether to hav c! another babY.

There are several genetic counseling
centers in florida._Appointments usually
are made by referrai from your personal
doctor: Or you can make the appoiht-
ment yourself. Call the HRS District Of-
fice serving your county for the name of
the center nearest you:_

Many parents find that the birth of
another Child (*oes much to ease _the
pain _and dismay felt when their
"special" child was born.

Potential Growth

Not everyone faced with the difficult
task of raking a child with a disability is
able to manage it. BUt thoSe rparents
who continue to work at providing care
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and affection to their Child may receive
many rewards for their eftort. Perhaps it
is not surprising that these rewards are in
personal growth and development._

Many parents report the satisfaction
they feel when their child succeeds at
even a minor task. They tell of their
renewed appreciation of the little things
in life. Or are reminded of how impor-
tant theit OWn relationships are. Many
parent§ btiild Warm friendships with
othet parent§ Of Children With diSabil-
ities. Many_ fPel that their liVeS Were
di tically changed for the better
by having a child who helped them learn
patience, toleran-ce, acceptance, as well
as joy in day-to-day accompli-shments
Pleasure in your child's growth and pride
in your personal ability tb meet the
sometimes painful demands of your
child's development or health are two
mote of the rewards you may discover

The list might well be endless but a
final point might be the joy and satisfac-
tion of those parents who, through love
and hard work, help their children to
adapt and adjust to live happy, fulfilled
lives in a difficult world

Your C.ontribution to Sot ieh,'

Mr. Don Boyd, the parent of a child
who has mental retardation, has deT
scribed three stages of thinking through
which every parent goes: (1) Why did this
happen to me? (the_stage of selfipity and
selfishness); (2) What can I do for my
own child and my family? (the stage of
facing one's own problem); and (3) What

can I do for others? (the stage of working
to help others) (French and Scott, 1967).

Most parents arrive at this third or
"community consciousness- stage when
they realize that they are concerned not
onLv about their own -child but also
about others_who are similarly disabled.

: 1 hese parents_ believe that their
chdd's life could be more _useful if,
because of his or _ her disability, one
smail _step could be taken_to _meet the
OVerall problem. This would be the
la-Sting goOd that comes from and be-
-cause of their own efforts to help their

_Many of the boOks written about diS-
abilities_ are authored by a parent of a
child who is disabled. Much of the legis-
lation which protects the rights of the

: disabled was written and lobbied for by
their parents. Special programs are de-
veloped and run by these parents. Or-
ganizations are formed,- agencies sup-

,' ported; and research is_funded by par-
i4sIts of children with disabilities. And
there is more; much more:

_You, too; may have an important con-
tribution to make. Perhaps that is why
you have been entrusted with _a child
who needs so much. Through this guide
you have found many ways to get
started on the path to_ wellbeing for
your child. Remember that all jOurneys
begin with a single step. We hOpe that
this guide will encourage you to take
that first step toward your child's future
aS Well as your own.



"Sometimes we are apt to regard
as limitations quaiities that are

actually the other person's
strength."
Eleanor Roosevelt in
l'ou Learn By Living
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SECTION 8: APPENDICES

A. Department of Kea Ith and Rehabilitative
Services I Program Areas

Aging and_Adelt Sertices
information & Referral
AbUse Prevention Services
Senior Activity_Centers
Meals Programs
Ho Me Health Care and Other In-Home Services
Placement Services
Community Care for the ElderlY

Placed- Homemaker Services
Transpnrtation
Adult Day Care
Counseling and Other Support Services

Alcohol, Drug Abuse and Mental HciUh
Emergency Courtsehng
Inpatient

Hospitals Long- and Short-Term Care
Outpatient

Counseling
Partial Hospitalization
Day/ Night Care _

Consultation and Education
Screening Assistance to Courts
Halfway Houses
Follow-up Care for Discharged Mental PatientS
SpeCialized Services for Children and Elderly
Alcohol Abuse

Detoxification
Evaluation
Residential Services _ -
Day / Night Care ad Treatment
Outpatient Services

Treatment
COUriSeling
Rehabilitation
Halfway Houses_

Court and Law Enforcement Liaison Services
Employee Assistance PrograS
COMMLinitY Consultation, Education and Prevention Programs

Children's MedicLI Services
Cliniei

Pediatric
Specialty

Referral Ceriteri
Regional Centers

Renal
DiabetOS
Genetics
PerMatal
Spinal Cord Injury

Special Statewide Programs
Infant Screening
Child AbUSe
Rheumatic Fever

:Children, Youth-and farrtilies,
Dependency / Delinquency Intake

Prevention and Diversion Sercrce,,
SPeCialized Family Services
Protective Services for Children
CriSiS HOrties and:Emergency Shelter Care
Child Day Care Services
Detention (secure and non-secure)
Commitment Programs_for Delinquent Youth
Residentral Centers and Programs
NOri-reSidential Programs
Community Control and Furlough
Mental Health_Services_
Adoption and Related SerVices
Foster Care

Develiopmental SeRices
Evaluation Of persons with

Retardation
Epilepsy .

Cerebral Palsy
Autism

-__ Other Developmental Disabilities
FaMilY C6U6Seling and Assistance
Home Care/ Equipment Assistance
Croup and Foster Homes
COmmunity Facilities
Intermediate Care Facilities for Mentally Retarded
Cluster Fatilitie
Residential Care Sunland Centers
Training and Education Programs
Vorational Training
Medical Care
Transportation
Counseling
Day Care

Ecrionic Services
Aid tO Families with Depencic-i Children
Food Stamps-
Refugee Assistance Program 1-

E6w-income Energy ASsistance Program
DiSaSter Reliet
Supported Work Assistance Program and Work Incentive Program

Health
Personal Health
Non-Communicable Disease ServiCes

CardiOVASCUlar DiSease ServiceS
Hypertension Services
Diabetes Services
Canter:SerYiteS:__
Anticonvulsant_Medication Services
Nursing.Care at Home SerViceS
Surveillance / Investigations

Socio-Behavioral Services_
Health-Risk Reduction Services

Nutrition Health Services
Women / Infant / Childi ri SuPpleMenial Food Pi-igran:

Family planninA Services
Maternal Health Services

MIC Pecifeets Maternal Ley Midwivei
InfrantIChild /,!sc19Iescent Health Services

Children_ and Youth Project
MIC Eroject:_ Infants
EPSDT Services
School Health Services



. Special Surveillance
Adult Health Services
Dental Health Services
General Personal Health Serx ces
Communicable DiSease

Control Services
Immunization
Venereal Disease Services
Suryeillance tinvestigations

General Public Health
Vital Statistics Services

_Vital Records Disposition; Certification and Compliance Services
Environmeotal Health

Consumer Safety
Occupational Health Services
Consumer PrOduct Safety
Emergency Medical Services

Food Hygiene Services
Housing_ Public Facilities and Conveyance Services

Group Care _Facilities_ Services
Housing and Public Build;ng Safety and Sanitation
Trailer Park and Camps Services

Water and Waste_ Service:
PriVate Water System Services
Public Drinking Water Services
Bottled Water Services _

Swimming POO! arid Bathing PlaceS SerViceS
Indivicluol Sewage Disposal Services
Public Set,iage Services

_ Solid Waste Disposal Servics
Environn-iotal Surveillance /Z.:ontrul Services

5a9o.,y Nuis,Ance Services
Rabies Surveillance / Control Services
/Vbbvirus Surveillance Services
Podent Control Services
Arthropod:Control Services
Water Pollution Services
Air pollution Service
Radiological Health Services
-Toxic Substance Hazardous Materials Services

Ceneral Environmental Health Services

Health Planning:and Development
Comprehensive Health Planning

StMewide Health Plannins Coordination
_ Planning; Research and Development
Catieritinity Medical Facilities

Architectural and Engineering
Developmental and Monitoring
Regulatory Review and Planning

Cooperative Health Statistics

Medkaid
Nursing Home Care_
Pharmaceutical Support
Medical Care

Inpatient
Outpatient

Votzitional Rehabilitation
Medical Evaluation
Vocational Adjustment
Treatment:
Hospitalization

Services
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Counseling and Guidance
Artificial Limbs and Appliantes
Equipment for Jobs
Financial Assistance while in Rehabilitation Program
lOb Platernent
Transportation
Post Employment Services
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C. Florida Statutes Relating to the Rights of Per-
sons ivith Di-sabilities

This overview of relevant Florida and federal stattireS iS designed to aro:
Vrie cjciick infciernaticin aboUt the legislatively expressed interest of our
gu.:ernment in its citizens with handicapping conditions

ACCESSIBILITY

Florida Statute 193.623
PrciVideS that any renovation to existing buildings in order to provide ac-
cess to persons with handicaps shall not increase the property value of that
building for ad Valbrern taX pUrptiseS

Florida Statute 255.21
Provides for all buildings_ to be used by the general public tO be made ae-
teSSible to persons with handicaps. Prescribes standards for building and
remodeling such facilities

Florida Statute 255.211
Provides_that all state-owned buildings _be accessible (see 255=21) and
display internationally recognized symbol for wheelthair users.

Florida Statute_ 163.3177(04 .

Provides sites for specialized housing, including grOup horneS, in a com-
prehensive land use act.

TRANSPORTATION

Flotida statute 234.211
Provides-for-the-use of public school buses to be used by non-profit agen-
cies for the transportation of specified -woos.

Florida Statute 236.083(1)
Mandates the transportation of students with physical handicaps to and
from school. irrespectiVe of where theY
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Florida Statute 316.1955
ProN. ides tor spei Gil parking phi( es tor i ertato per.onyt to ht. plo
%tided hv goc ernmental ageni les

Fkrida Statute 316.1956
Provides tor parking spaces designated tot disabled tierSOPS k nongot. ern.
mental ageni re,

Florida Statute 316.1964
Exempt, c ertam twrsons with ha»d»aps trot» ptirkIng uii

Florida Statute 320.0842
PrOvides I rye Motor cifhic le plates to b, ssued to coteron. «mtint.(1
v. heel( hairs

Florida Statute 320.0843
Allows tol distribution ot mtitot N,ehic I» ens(' plates stamped with the in=
ternational wheel( hair user symbol

Florida Statute 335.075
Provides minimum standards tor design and «mstrisi »on ot streets; side.
walks; c urb ramps: eti

Florida Statute 399.035
Prov ides tor a( ( VSSI!'1111h, to passolger eh.% ators to be made tor persons
with 'physic al hand» aps, and tor the deSign h eleiatOrS

Florida Statute 553.45 - 553.49
Det mes -physii ilI hand» apped person and pi t». ides tor Ai c essihilitc
entrant and evits to ertain types ot pubic( buildings, defines tpes of af
cessibility (ramps, paths, mstrooms etc nd lists moditii mums and
waivers to these requirements

ELECTIONS

Florida Statute 97.061
Provides for spec it color registration f or persons %Ad?) th.,thilitti.,

Florida Statute 97.063(1)(e)(2)(3X4)(5)(6)(7)
Allows persops wIth physical to ccite abSentoe ballot arid
gives provisions tor silt h partii ipation

Florida Statute 101.051
Providos tor siy.i assistant e in voting to certain persons with physic al

spet ities prot edures for sC» h

courses, reqUireS the deVelOPMent and implementation Of programs to
Meet Special needs and to encourage participation of handicapped in-
dividuals

FlOrith Statute.229.832
Dire( ts the Department ot I dui ation to establish mgional dia,;nostit learn-
ing resoicoe ci.nteis tor cc( optional totivnt.

Florida Statute 229.834_
[Met ts regional learning resoun «Tilers to wok ide serc to both
tiiitcic And non-public si boot students

vlorida Statute 229.8361
! thi. hltiricla our» il toe ttii. !leaning loipaircd

lorida Statute 230.23
-Jiro t icc :11 si hoot hotird; tO irOcdo cppcicpriati' spec ct instrtic lion kir
Pc cpt tonal students, tor toty.pt tonal student plat einem programs, and tor
2arent noiif if anon ot in h plo einem,

FIciida StatUte 230.2317
tdml lo' a multi-agem network to prin. ide educ ation treatment, .md

residential ser» es to emobonall\ distorhYd todent,

Florida Statute 230.33
Dire( ts local thstru f opurintindent, to net onto-wild plans tor spy( 'al edit-
c anon c lasses, instruc tors, equipment, ,md tai dities tor es( eptional
students

FlOrida Statute 232.13
Dire( N tws to report -to ail t superintendents the names and pertin-
ent intormation tor all pm eplional hildren in eat h distr.» t who require
"poi il sen. IC s or programs

Florida Statute 233.056
Pro% ides «fordinating unit and instruf tfonal materials tor hearitig and

iiiiiiarred students ih I londa mutmlcc i hook

Florida Statute 242.331
stablisheS the I lorida i hoot tOi the Dem and the Blind

Florida_Statute 959.25
I stablishes thi I )Ct ephini duc anon Program tor ciiithtul ottehd-
ers and isards imf MS and mandates mismuigtol «impensatiiry ed11( a-
honal programs tor them

INSURANCE
Florida Statute 101.715
PrOvides that all tar:filling and electiOn Sites be Made accesSible to perSonS Florida Statute 440.49
With handicaps I StabIlSheS,1 jund t ry imhvirse insurers ot employers who hire the handl-

( apped it a hand» apped employee sustains an on-the-toh mlury whit h is
Florida Statute 320.0848 Made Wiirse by the eiuktent e ot a handic ap
PrOVideS ftie spei Cal titirkthg p1 rflnt tdr Pc;rSonS With handicaps

Florida Statute 413.07
ReciiiireS traffic to stop tor individuals using a white (ant. or guide dog

Florida Statute 427.011, .018
EStabliSheS the FlOrida Coordinating Cciuncil on thy Transportation Disad
vant aged and provides funds to purr hase services

EDUCATION

Florith Statute 228.2001
PkohibitS diSCriertination against students and employees in the state system
of public education; provides for equality of access to programs and
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Florida Statute 626.9541(1)(0;2
ririttrititioh bchm.pn individuals ot the s,inte l_ass in

rates charged for life Insurance, aluminum's, a« »lent disahility, and health
polic

Florida Statute 626 95419(1)(o)5
Prohibits additional c harges tor and poll( ci ancellation llitomobile in-

thbSe iiersons with hand» aps who have the Ability to drive

Florida Statute 626.9705
Prohibits insurers from drsc rimmating against those with smveTchsabilities:
Requires that insurers sell life and or disability insurance, regardless of
severe disabilitV=



Florida_Statute 627.644
Provides that insurance companies cannot unfairly refuse health istirancii
or charge unfair premiums to individuak with handl( aps

Florida Statute 627.6486
Provides for the State Comprehensive.Health Association to insure all resi-
dents, regardless of pre-existing health conditions

Florida Statute 627.6576
Prohibits discrimination against handicapped individuak joining group
policies

EMPLOYMENT

Florida Statute 23.161 23.167
The Human Rights A(-t forbids discrimination bet austi of any handit ap-
ping tbhditibri, establiSheS the Human Relations Commission and defines
membership, powers, and functions provides that discrimination in em-
ployment is illegal

Florida Statute_110.105
Provides that the employment policy Of the State Of I londa Shall be non-
discriminatory.

Florida Statuto 110:215
Mcidifies requirements t )r examinations conducted by state agencies for
visually Ad hearing impaired itizens

FlOrida Statiite 205.162
Allows exemptions from business licensing requirements for certain per-
sons with disabilities.

Florida Statute 205.171
Allows exemptions for business and occupational licensing requirements
for certain disabled Veterans

Florida Statute 212.08(7XhX2)
Eiempts sale or rental ot guide dogs and tood tor suc h dogs trom sales tax
in certain circumstances

Florida Statute 240.335
Provides for non-discrimination on the basis of handicapping c ondition lor
the granting of salaries to employees of Florida community colleges

Florida Statute 295:07
Provides for preference to be given to disabled veterans for employment

FlOrida SUMO 760.10
Lists all unlawful employment practices, including provisions for hiring and
dismissal; compensation, terms and pnvdeges of employment

ACCOMMODATIONS

Florida Statute 1%101; 1%.031; 196.202; 29116_
Allows for homestead exemptions for persons whO are totallY disabled at
tertain rates established in the statute; exempts certain property of persons
with handicaps from taxation; exempts disabled veterans from certain fees
relating to their homes.

Florida Statute 286-26
Provides that all public meetings be made accessible to persons with handl=
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Florida Statute 413.08
Provides for equal accommodations to all persons xsith physical handicaps
in housing and employment

Florida Statute 413:013(4XAXN(e)
Proyides the right_to equal housing ac commodations to personsvvith visual
or hearingArnpairrfients Also provides that these persons have the right to
house guide dogs within their pi.operty at no extra exjwnse

Florida Statute 413.08{1X2)
Provides equal privileges and accessibility to any visually or hearing im-
paired persons to be accompanied by a guide dog on a H common carriers,
places of public accommodations, or public fac ilitws

GENERAL LEGISLATION

Florida_Statute 393
The Florida Retardation Prevention and Communitv Services Act in-
cludes prevention plans, comni,imiy care facilitieS, legal detinitierk, estab-
lishes the Group Living Home, 1 rust f und

Florida Statute 394
The Florida Mental Health Act provides definitions and obiectives tor
HRS Mental Health Services; establishes patient rights, facilities, and
residential care for disturbed children

Florida Statute 413:011 - :08
Blind Services Program establishes the Division ot Blind Services, pro-
vides for records, services- products; and purcha-ses of the division; pro-
vides legislative intent, tratfic esxemptions, equal accommod,itions, guide
dogs, and identification cards for persons with visual handicaps

Florida Statute 413.20 - .504
Establishes the Vocational _Rehabilitation Program and provideS regula-
tions, administration, benefits and duties and responsibilities of the De-
partment of Health and Rehabilitative Services.

Florida Statute 413.601 - .605
Establishes general rehabilitation programs, progiams tor f)ersOns with
spinal cord injuries, nursing home, programs, and the Council on Spinal
Cord Injuries

IDENTIFICATION

Florida Statute 322.051_
Provides that identif 'cation carck be issiwd tb persOnsSvhd are not licensed
to drive a vehicle

Florida Statute 411091
Provides for identification cards to be issued to persons with visual impair-
ments

D. RELEVANT FEDERAL STATUTES

TITLE XVI of the Social Security Act ot 1935. Provides supplemental
financial assistance for persons who are elderly or handicapped

TITLE XIX of the Social Secuity Act of 1935. Lstablishes Medicaid assis-
tance for the care and treatment of persons with low income and serious
medical problems

TITLE XX of the Social AO_ of 1935 PrOVideS federal fUnding of sUch ser-
vieS as daV care, Sbecial liVing arrangements, employment programs;
counseling, information and referral when no other forms of funding aro
appropriate.
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PL 96-02 = Federal Disabilities Services -and Facilities Construction _Act.
Provides funding for services; facilities construction, pvotection, and ad-
VOCACY fOr perSons with severe and chronic disabilities whose needs cannot
be met by generic community services.

PL 94142 = Federal Education for MI-Handicapped Children Act. Provides
funds for states to obtain or provide a free; appropriate education for all
handicapped childter.

SECTION 504 Federal_Vocational Rehabihtation Act (PL-103). ProhibitS
discrimination_ against disabled persons in _programs receiving federal
ASSiStance, including education, housing, employment, and access to pub-
lic services.

SECTION 202 U S. Housing Act of 1959 Provides direct loans for the
construction or renovation of housing facilities to serve elderly and dis-
abled citizens.

SECTION 8 =_ ViS.-±1-1-ousing Act of 1959. Provides rent subsidies for low in-
come; handicapPed and elderly persons.

Pl. 98-527 _The Developmental Disability Act of 1984 which extends
language under Pt 95-602.

. RESOURCES

AUTISM
Ni.tional_Society for Autistic Children
1234 Massachusetts Avenue, N Suite 1017
Washington, D C 20005

CEREBRAL PALSY
Natibhal EaSter Seal Society
2023 W. Ogden Avenue
Chicago; Illinois 60612

United Cerebral Palsy Association
66 East 34th Street
New York, New York 10016

EPILEPSY
EpiLepsy Foundation of America
4351_ Garden City Drive
Landover, Maryland 20785

GENERAL
The Florida Developmental Disabilities Planning Council
1317 Winewood Boulevard, Building 1; Suite 309
Tallahassee, Florida 32301
(904) 488-4180

National _Easter Seal Society fOr Crippled Children and AdultS
2023 W Ogden AVenUe
Chicago, Illinois 60612

Maeth_Of_DiMeiBirth_Defects Foundation
1275 Mamaroneck Avenue__
White Plains, New York 10605

The Association for the Severely Handicapped
7010 Roosevelt WaY, N.E.
Seattle; Washington 98115

Council for Exceptional Children
1920 Aociatibri DriXle
Reston, Virginia 22091

American Coalition of Citizens ith Disabilities
1 2(X) 15th Street N W
Washington, D C 20005

NatiOnal Center for Law and the Handicapped. Inc
1235 North Eddy Street
South Bend. Indiana 46617

LEARNING DISABILITIES
Association for Children with Learning Disabilities
4156 Library Road
PittSburgh, Pennsylvania 15234

Orton Society
8415 Bellona Lane
Towson, Maryland 21204

MENTAL RETARDATION
N_ational Association for Retarded Citiiens
2501 Avenue
Post Ofhce Box 6109
Arlington, Texas 76011
(817) 261-4961

American Association on Mental DeficietU V
5101 WiStOnSin AVehCie, N.W
Washington, D.C. 20016

President's Committee on Mental Retardation
Department of Health and Human Serices
Office of Human Development Services
Washington, D C. 20201

Down Syndrome Congress
1640 Roosevelt Road
Chica0, IllitiOis 60608

PHYSICAL IMPAIRMENTS
American _Foundation for the Blind
15 West 16th Street
Now York, NeW YOrk 10011

National Association for the Visually Handitapped
305 EaSt 24th Street
New York, New York 10010

National Association for Parents of the Visually Impaired
2011 Hardy Circle
AUStin, TeXaS 78757

American Speech and Hearing AssOciation
10801 ROCkVille Pike
Rockville; Maryland 20852

Helen Keller Natitinal Center for Deaf-Blind Youth and Adults
111 Middle Neck Road
Sand Point; New York 11050

Gallaudet College for the Deaf
Kendall Green
WaShingtori, D.C. 20002
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National Association ot the Deat
814 Thayer Avenue
Silver Spring, Maryland 20910

Americad Cleft Palate Education Association
331 Salk Hall
University of Pittsburgh
Pittsburgh; Pennsylvania 1 5261

SPINA BIFIDA
Spina Bifida Association of America
343 SouthDearborn Street, Suite 317
Chicago, Illinois 60604
(8OO) 621-3141

For a current list of addresses of organizations that deal with your child's
particular disability, write to,

National ffistitute of Neurological and CommunicatiVe Disorders
and Stroke (NINCOS)

Office of Scientific-and Health Reports
Building 31;_Room BADE'. _

Bethesda, Maryland 20205
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